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Title:  The role of diet in palliative care as perceived by patients, 
carers and healthcare professionals. 
Abstract  
Amongst patients with incurable cancer, many will experience unintentional weight 
loss, loss of appetite and a range of symptoms that adversely affect the ability to eat 
and drink.  
This thesis explores the role of diet and nutrition in the palliative phase of cancer care 
as perceived by patients and their carers and the healthcare professionals involved in 
providing support. The work sought to explore the views on the role of diet before 
cancer and once diagnosed, the experience and identification of diet-related issues, 
what mattered and why and the suitability and adoption of management strategies. 
To explore the issues and complexities, a qualitative approach using case study 
methodology was considered the most appropriate. Semi-structured interviews were 
the primary source of data with secondary sources including medical records, policies, 
training and  resources. Interviews and data collected was thematically analysed.  
Patients with incurable cancer, deemed palliative, were purposively sampled to include 
a variety of cancer types likely to experience diet-related issues. Each patient was asked 
to nominate a family member or friend, and two healthcare professionals who had 
been, or were involved in their care, to participate in the study. 
4 patients, 3 carers and 7 healthcare professionals participated. Patients had the 
following cancers: melanoma with brain secondaries; head and neck with lung 
secondaries; pancreatic cancer; lung cancer with liver metastases.  
Several overarching themes were identified which included: the complexity of diet, 
cancer and symptoms; disruption and distortion: the altered meaning of food and 
preservation of self; identification of what mattered through nutrition conversations 
and observations; strategies to deal with diet-related issues including adaptations, 
adjustment, acceptance of a new norm; facilitators of nutritional care including 
knowledge acquisition, culture and environment.  
The findings have offered new insights into the identification and management of diet-
related issues, weight loss and cachexia in advanced cancer and been used to develop a 
framework for training and clinical practice. It is hoped dissemination of the findings will 
assist in shaping strategies to improve nutritional care and provide advice for the 





AHP - Allied healthcare professional 
GP - General practitioner 
HCA - Healthcare assistant 
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GLOSSARY OF TERMS 
For the purpose of assisting the reader’s understanding of this thesis some medical and 
dietetic terminology is outlined below. The definition of palliative care, end of life care 
and palliative medicine is included to facilitate an appreciation of how care and the 
focus of care, may change as a patient reaches the end of life.  
Anorexia - The loss of desire to eat (Wholihan & Kemp, 2010)  
Body Mass Index (BMI) - calculated by dividing weight in kg by height squared in metres 
squared, the normal range for adults is 18.5 - 25 kg/m2 
Cancer cachexia - a complex, multifactorial wasting syndrome involving loss of skeletal 
muscle and fat caused by the metabolic response to a tumour or tumour factors. 
(Fearon et al., 2011)  
Clinically assisted nutrition and hydration – nutrition support provided via the 
gastrointestinal tract (tube feeding) or via a vein (parenteral nutrition) to provide 
essential nutrients when the ability to meet nutritional requirements via the oral route 
is not possible. 
Complex palliative care problems - those that are severe and intractable, involving a 
combination of difficulties in controlling physical and/or psychological symptoms, the 
presence of family distress and social and/or spiritual problems. They exceed the 
resources of the generalist palliative care provider to meet the needs and expectations 
of the individual/carer/family.  
Constipation – reduced frequency of passage of stools  
Diarrhoea – frequent passage of stools  
Diet-related issues – a term designated to encompass the effect of cancer, cancer 
treatment and symptoms on the ability to eat and drink and consume a diet. 
End of life care - a continuum of palliative care used to describe the care that is offered 
during the period when death is imminent, or life expectancy is likely to be a short 
number of weeks, days or hours.  
Fatigue - a persistent, subjective sense of tiredness related to cancer or cancer 
treatment that interferes with usual functioning.  
Family members and carers - those who are closest to the individual in knowledge, care 
and affection. The family may include the biological family, the family of acquisition e.g. 
related by marriage, and the family of choice and friends  
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Hospice care – a term that may be used to describe both a place of care (i.e. institution) 
and a philosophy of care, which may be applied in a wide range of care settings. The 
term is often used interchangeably with ‘palliative care’. 
Life-limiting - a condition, illness or disease which is progressive and incurable  
Malnutrition - a state of nutrition resulting from lack of uptake or lack of intake of 
nutrition leading to altered body composition (decreased fat free mass) altered body 
cell mass, diminished physical and mental function and impaired clinical outcome from 
disease (Sobotka, 2012) 
Multidisciplinary team - A team of health and social care professionals who work 
together to develop and implement a plan of care. Membership varies depending on 
the services required to address the identified needs of the individuals and families 
being care for. A multidisciplinary team typically includes members from the following 
disciplines: Medicine (doctors), Nursing, Social Work, Occupational Therapy, Dietetics, 
Physiotherapy, Psychology, Chaplaincy, Pharmacy, Volunteers, Speech and Language 
Therapy, Complimentary and Creative Arts Therapy 
Nutrition impact symptoms - a term that has evolved to describe the cancer related 
symptoms specifically associated with interference of nutrient intake which in turn can 
adversely affect nutritional status.  
Palliative care - The World Health Organisation (WHO) defines palliative care as ‘an 
approach that improves the quality of life of patients and their families facing the 
problem associated with life-threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable assessment and treatment of 
pain and other problems, physical, psychosocial and spiritual’. (WHO, 2008). The 
discipline of palliative care is intended to help individuals to live well until they die 
whenever that occurs. ‘Palliative care’ as opposed to ‘end of life care’ is the preferred 
term when describing care which is supportive and focused on improving the quality of 
life of individuals and their families facing the problems associated with life-limiting and 
life-threatening illness. 
Palliative medicine - the appropriate medical care of individuals with active, progressive 
and advanced disease, for whom the prognosis is limited, and the focus of care is the 
quality of life. Palliative medicine includes consideration of the family’s needs before 
and after the individual’s death.  
Parenteral nutrition - the provision of liquid nutrition via a tube directly into a vein 
Palliative rehabilitation - care aimed at helping individuals gain opportunity, control, 
independence and dignity, setting the pace with the individual. The focus of palliative 
rehabilitation is on enhancing function, adaptive coping and independence within 
progressive disease constraints. Tailoring rehabilitation goals to the stage of the 
 13 
disease, prognosis and personal meaning of quality of life allows for the establishment 
of realistic, attainable and often short-term goal. This is achieved through a 
multidisciplinary, patient and family centered approach. The provision of rehabilitation 
care encompasses open communication, continual review and adjustment of 
therapeutic goals.  
Specialist palliative care teams - Professionals working in partnership in both inpatients 
and outpatient settings within hospices, secondary care settings such as acute hospitals 
and the community e.g. homes, care homes and nursing homes. 
Steatorrhoea -  diarrhoea due to fat malabsorption usually secondary to pancreatic 
insufficiency which can occur in pancreatic cancer  
Specialist nurse - A senior nurse appointed to a specialty, with a minimum of five years 
post-graduate experience including post-registration qualifications  
Specialist palliative care services - services with palliative care as their core specialty, 
which are provided by an interdisciplinary team, under the direction of a consultant 
physician in palliative medicine.  
Texture modified diets - A diet that contains carefully selected foods of an appropriate 
consistency which can be more easily chewed and managed by a person with dysphagia 
(swallowing problems). 
Themes - patterns of explicit and implicit content that capture something important 
about the data in relation to the research question (Richards, 2015). 
Tube feeding – the provision of liquid nutrition via a tube into the gastrointestinal 
tracty. 
Unless otherwise indicated by a reference, the terminology above is adapted from the 






























In this chapter I introduce the reader to the background to the research including 
insights into my career and the personal journey that led to this research. 
Years of dietetic experience culminating in a position in palliative care 
After 30 years as a registered dietitian and having previously undertaken a range of 
small-scale clinical studies, I felt drawn to pursue work at an academic level that would 
not only add to the evidence-base for nutrition and dietetics but would support my 
development as a researcher. 
Shortly after commencing a dietetic post in palliative care, I was asked by the Director 
of Nursing and Medical Director, at the Hospice in which I was employed, to evaluate 
the acceptability of a screening tool; the Malnutrition Universal Screening tool ‘MUST’. 
‘MUST’ had been integrated into the holistic assessment as a result of the Hospice 
needing to demonstrate meeting the standards of both the Care Quality Commission 
and NHS provider standards. Preliminary discussions with the healthcare teams, 
highlighted concern that ‘MUST’ failed to fit with the philosophy of palliative care. As a 
result, a study using focus groups and a survey to further investigate the concerns was 
undertaken. This confirmed concerns regarding the objective nature of ‘MUST’ which 
relies on the recording of weight loss and body mass index (BMI). Members of the 
Hospice healthcare team who participated in the study felt ‘MUST’ accentuated 
concerns about weight loss rather than alleviating concerns. The nurses acknowledged 
that diet-related issues and weight loss commonly experienced by patients and carers, 
were important and needed to be identified. Participants felt that an assessment tool to 
help identify the issues would be beneficial, but the majority felt ‘MUST’ did not fit with 
the holistic principles underpinning and guiding palliative care.  The study was 
presented as a poster at the 2013 BAPEN annual conference (Czerwinska et al, 2013). 
Subsequent contact with several Hospices across the UK showed only a small handful 
were using ‘MUST’, a few had created their own tools for nutrition screening in 
palliative care in an attempt to identify nutritional issues. Although it is well 
documented that nutritional issues should be anticipated and identified early, this did 
not appear to be happening consistently in practice.   
Recognising the need to have a nutrition screening tool in place in the Hospice but 
acknowledging the potential limitations associated with the use of ‘MUST’ in a palliative 
patient population, a multiple stakeholder group was formed to explore the possibility 
of finding or creating a more bespoke nutrition screening/assessment tool.  
As part of the development, a literature review was undertaken by myself to scope 
what was available, assist in the development of the tool and shape clinical practice to 
provide the care needed. The review identified that very little existed on how patients 
and families dealt with the issues, potentially overcame them and whether healthcare 
professionals were skilled to deal with the diet-related issues.  
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The project work and clinical experience illustrated to me how little we understood of 
our patient’s drive and motivation to eat and drink when appetite may be abolished and 
during periods when symptoms interfered with diet and dietary choice. Within the 
literature and resources available, the management and role of nutrition in palliative 
care was also contradicted, key messages comprised ‘focus on calories’ and ‘eat what 
you like’, but this approach failed to resonate with patients I saw in practice who 
wanted to ‘eat well’.  
Whilst data on how cancer and life-limiting conditions adversely affected the ability to 
eat and drink and pleasure associated with it, there seemed limited understanding on 
how patients and carers coped and adapted and whether advice given was helpful.  
In tandem with my clinical work at the Hospice, I was studying research methodologies 
in the early phase of the professional doctorate programme, this had sparked my 
interest in qualitative research. Greater knowledge in qualitative methodologies, 
emphasised on a personal level how I interpret the world and experience of my patients 
and carers and how this, in turn, influenced the care and advice I delivered. Over time, I 
was aware that this enhanced knowledge began to subtly influence my approach to 
patient consultations. I began to encourage patients to share with me their description 
of the circumstances in which they found themselves in and what was important to 
them. I believed this helped determine what advice they truly needed to make a 
difference to their lives. 
Working in the multidisciplinary healthcare team, I began to observe that views 
pertaining to the role of diet in palliative care varied considerably even at a local level. 
An exchange between a doctor and a nurse in a ward meeting exemplified a stark 
difference in attitudes towards diet - when a nurse raised the topic of diet in the ward 
handover, the Doctor said; ‘nutrition – it doesn’t matter at this point' to which the nurse 
replied, ‘it might not to you, but it does to that patient’. I reflected deeply on this 
exchange and contemplated how this created the potential for inconsistencies in our 
management and messaging on diet for patients and carers. Where dietary advice was 
provided, I noted patients were given dietary advice by one professional for it then to 
be contradicted by others they came into contact with. These experiences in the 
Hospice setting, made me wonder how we might be more cohesive in our approach to 
provide ‘patient-centred nutritional care’. 
As my role as a dietitian specialising in palliative care developed, I was conscious that an 
understanding of the difference between end of life care and palliative care was crucial 
in tailoring care. Not only was this relevant for my own position in delivering care but I 
felt it was also important for members of the healthcare teams and care staff to 
appreciate the difference in the courses I ran on nutrition in palliative care. A lack of 
understanding of palliative care also became evident in my meeting with the ethics 
committee who perceived the patient group to be end of life as opposed to palliative. 
The confusion associated with use of palliative care terminology and the meanings 
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attached to certain words appeared common in clinical practice and indeed led to the 
Health Service Executive for the National Programmes Strategy to develop a glossary of 
terms for palliative care, to ensure consistency in understanding of the terminology. It is 
for this reason the definitions of end of life care and palliative care are included in the 
glossary of terms in this thesis (pages 11 - 13). 
The culmination of these observations, conversations with colleagues and preliminary 
work in stakeholder groups, were pivotal in fueling my desire to understand more about 
the role of diet in palliative care as perceived by patients, carers and healthcare 
professionals. This became the focus of my research for the professional doctorate 
programme. In the next chapter I explore the literature, which led me to develop the 


































In this chapter I provide a review of the literature that populates the main themes 
associated with the current provision and understanding of symptoms, nutrition and 
diet in cancer and palliative care. These important publications alongside my 
professional experiences, as a dietitian, practicing in the field of palliative care, provided 
the entry point for me to undertake research into the role of diet in palliative care as 
experienced by patients, carers and professionals. 
The purpose of the literature review was to examine the literature relating to 
symptoms, diet, nutritional status and diet in palliative care. Material was identified 
through extensively searching electronic databases including CINAHL, Medline, 
EMBASE, PsycINFO and Web of Knowledge. Search terms included: nutrition, diet, 
cancer, advanced cancer, palliative care, adults, carers, family, symptoms, nutrition 
screening, malnutrition, nutrition impact symptoms, perceptions, coping, 
communication, knowledge, adaptation and qualitative research, in various 
combinations. Additional material was identified through books, grey material, and 
references in the literature identified. The findings of the literature review are 
presented in this next section. 
2.2 The changing face of cancer care  
Cancers are now one of the leading causes of morbidity and mortality worldwide. 
Current data suggests that 1 in 2 will have cancer during their lifetime (Ahmad et al, 
2015). Significant funds have been invested into treatments and potential cures 
resulting in greater precision and sophistication in the range of treatments offered. 
Surgery, chemotherapy, radiation therapy and more recently immunotherapy now offer 
a greater chance of cure and even in the absence of cure, many cancers can be classed 
as ‘chronic disease’ as patients can live with the cancer for many years. 
2.3 Incurable cancer  
Although some cancers are curable and survival rates have improved, there are many 
cancers that are incurable either because the cancer recurs at the original site or 
secondary cancers develop. Cancer is described as advanced when it is unlikely to be 
cured or controlled with treatment. The cancer may have spread from the primary site 
to nearby tissue, lymph nodes, or more distant parts of the body. Treatment may be 
given not with intent to cure but to help reduce the tumour size (particularly if the 
tumour interferes with bodily functions), slow the growth of cancer cells, or relieve 
symptoms (Cancer Research UK, 2020) 
If the cancer becomes incurable the patient is considered palliative. Treatment does not 
necessarily stop despite recurrence or recognition of the cancer becoming incurable but 
may continue during the trajectory of disease. As the cancer progresses and symptoms 
increase, the need for supportive, palliative care arises.  
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In the UK, hospices have grown out of the recognition that the needs of cancer patients, 
and increasingly other life-limiting conditions, could not be appropriately met in an 
acute hospital setting particularly towards the end of life. In 1967, Dame Cicely 
Saunders, founded the modern Hospice movement and over the past 50 years, Hospices 
have been instrumental in changing expectations of a different type of end-of-life care 
and death.  
Historically hospices provided support for those with end-stage cancer, however many 
Hospices in the UK, including the Hospice where this research took place, have 
expanded their remit over time to care for a variety of patient conditions, and support 
patients, carers and family members not just in end-of life care but as soon as a 
palliative diagnosis is made. This means that the care of patients may extend over many 
months and in some cases years.  
2.4 Palliative care - guiding principles 
The guiding principles of palliative care is captured in the WHO definition (page 13). In 
brief, palliative care focusses on living well with life-limiting conditions such as incurable 
cancer, but also seeks to prepare individuals and their families for a good death. Care 
aims to address psychosocial concerns of both the patient and their family. With an 
ageing population and increasing complexity of patients with multi-morbidities, 
palliative teams often find patients have a number of medical conditions. The palliative 
care team often assist patients and families navigate the complicated healthcare system 
by co-ordinating care and communicating across care settings (Hospice UK, 2020) at a 
time when health is compromised, and resilience challenged. 
2.5 How effective is palliative care and what is the focus? 
A systematic review by Higginson and Evans (2010) sought to evaluate the effect of 
palliative care teams in both hospitals and the community. As the population under 
study was heterogeneous, Higginson and Evans used regression of combined data to 
explain heterogeneity, a meta-analysis using a Cochrane method and methods synthesis 
involving descriptive and interpretive methods, to determine the effectiveness of the 
care. Outcomes included management of pain, symptom control, quality of life, death, 
patient family satisfaction, morbidity and pre-and post-bereavement counselling 
offered.  
Overall the review by Higginson and Evans, supported a positive effect of palliative care 
teams in chronic care situations. The strongest evidence was for pain and symptom 
control but many of the quality-of-life measures failed to capture aspects important to 
the patient. The review did not cover aspects of nutrition and diet on symptom control 
or evaluate the impact of diet-related issues on the patient. In the next section I 
therefore consider what we know about symptoms in cancer and advanced (incurable) 
cancer, how they might impact on diet and nutrition and what we understand about the 
role of diet in alleviating symptoms.  
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2.6 The prevalence and impact of symptoms in advanced (incurable) cancer.  
With regard to our knowledge of the impact of symptoms in advanced cancer, a 
systematic review by Teunissen and colleagues (2007) identified that amongst the range 
of symptoms that could affect dietary intake; fatigue, lack of energy and loss of appetite 
occurred in more than half of the patients. Fatigue, weight loss, lack of energy, loss of 
appetite, dry mouth, constipation, nausea, dysphagia, diarrhoea and urinary symptoms 
had the greatest prevalence. Gastrointestinal symptoms including dry mouth, bloating, 
constipation and nausea affected a third of patients. Early satiety, taste changes, sore 
mouth, dysphagia affected about 1 in 4 patients and diarrhoea affected 1 in 10 patients. 
As these symptoms can interfere with dietary intake it was not surprising that weight 
loss was highly prevalent, reported in 46% of patients with the prevalence rising to 86% 
of patients in the last few weeks of life. 
The review included a range of cancer types - brain, head and neck, lung, breast, 
gastrointestinal, gynaecological, prostate and genitourinary, skin/melanoma/sarcoma, 
haematological and non-specific. As the data was captured from 46 different studies 
and included 26,223 patients in a variety of settings - hospice in-patient and out-patient 
settings, home and general outpatients - the large sample size in diverse settings 
suggests the estimations of symptom prevalence were likely to be as reliable as 
possible. As patients did not spontaneously mention all the symptoms, Teunissen and 
colleagues emphasised the need for standardising assessments to comprehensively and 
routinely enquire about the range of symptoms possible so that symptoms can be 
better identified, treated and alleviated. As symptoms changed during the trajectory of 
disease, the authors also recommended timely reviews were needed if healthcare 
professionals are to provide care that makes a difference to the patient experience.  
Teunissen recommended that further studies to evaluate symptom severity, burden and 
impact of symptoms on quality of life were necessary to facilitate the tailoring of 
treatment to an individual in the last phase of life.  
In 2014, Deshields undertook a longitudinal study in cancer patients to track symptom 
experience over time, evaluate the degree of burden and effect on quality of life (QoL). 
Using several tools validated in the oncology population, Deshields captured 
information on symptom experience in 542 cancer patients with one of five cancer 
types; breast, colorectal, gynaecologic, lung, and prostate cancer. Co-morbidities were 
accounted for. Participants completed surveys at baseline, 3, 6, 9 and 12 months. 89-
93% reported at least one symptom in each time period studied with individual 
symptoms varying at the different time points. The ten most prevalent symptoms varied 
by cancer diagnosis hence suggesting standardised assessment of symptoms might 
need to be adjusted for cancer type. There was a significant decline in symptom severity 
and symptom burden over the various time points. The highest symptom burden arose 
in those with cancer of the lung whereas the least arose in the cancer of the prostate. 
Overall, quality of life scores were stable over time except for the physical sub-scale 
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which showed significant improvement. Quality of life correlated with symptom burden. 
Although Deshields’ study was undertaken with cancer survivors and not those deemed 
palliative, it provided considerable insights into the symptoms associated with cancer 
that need to be considered in planning care, suggesting some groups such as those with 
lung cancer, older clients and those with more symptoms require more intense support. 
Deshields concluded that the communication between clinicians and patients regarding 
symptom experience was an area ripe for further research.  
 
2.7 The burden and suffering associated with symptoms. 
To further understand the patient experience of symptoms, Al-Shahri et al., (2012), 
explored ‘suffering’ amongst 124 patients with advanced cancer. Suffering was defined 
as a ‘negative and undesirable experience’. Whilst Shahri reported pain as one of the 
most significant factors, there was a significant association between suffering from a 
variety of symptoms and the performance status of patients.   
In 2013, Oeschle et al., prospectively studied dimensions of symptoms that included the 
frequency, intensity, distress and treatment requirement of the patient’s physical and 
psychological symptoms. In addition to the patient’s experience, they also evaluated the 
perspectives of family caregivers and the palliative care team involved. They aimed to 
better understand factors that lead to decision-making in treatment, what to treat and 
when. Oeschle asked about nine symptoms: pain, shortness of breath, tiredness, lack of 
energy, dry mouth, lack of appetite, nausea, constipation and difficulty sleeping. They 
assessed frequency, intensity (how severe it was), and distress (how much it bothered 
patients) and how important it was to the patient to have that symptom treated. A 
scoring system was used for all assessments with zero representing no bother at all and 
four reflecting the symptom was there constantly. 98% (n=39) suffered from at least 
one symptom frequently or constantly. The most frequent symptoms were lack of 
energy (95%), tiredness (88%) and pain (80%). Oeschle found significant differences in 
symptom burden between patients, family caregivers and healthcare professionals. 
Healthcare professionals under-estimated 60% of symptom dimensions. In contrast 
caregivers over-estimated 77%.  Some patients were still receiving palliative treatment; 
four were receiving palliative chemotherapy, one radiotherapy and one anti-hormonal 
therapy. Symptom distress was higher for symptom intensity than for frequency for 
pain, shortness of breath, lack of energy, dry mouth, lack of appetite, nausea, difficulty 
sleeping, anxiety and sadness. Exceptions were tiredness and constipation where 
frequency rather than intensity correlated with symptom distress. Overall physicians 
underestimated the impact of symptoms.  
Similar to Shahri’s findings, Oeschle concluded that level of distress should be used to 
guide treatment and relieve the suffering of the patient. Oeschle’s inclusion of the 
subjective perspective added valuable information to our understanding of symptoms 
and distress from the patient’s perspective and is of merit in directing what we need to 
do to address what matters to the patient, as opposed to what we think or assume we 
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need to do. It would be interesting to know if the same could be drawn out in relation 
to nutrition and diet.   
2.8 The impact of symptoms on diet and nutrition  
Although considerable data has been cited above exploring the prevalence, frequency 
and intensity of symptoms in cancer, data on diet-related symptoms were absent in the 
above-mentioned studies. Numerous studies have however evaluated the relationship 
between poor nutritional state and outcomes in cancer (Argiles et al., 2005, Van Cutsem 
and Arends, 2005, Ravasco 2019) and over the past 20 years, our knowledge and 
understanding of the role of nutrition in cancer has been expanding. Much of this 
knowledge has been derived from studies involving patients who are being treated with 
curative intent (Capra et al., 2001, Ravasco et al., 2004, Ravasco et al., 2007, Baldwin et 
al., 2012). Although the studies involved patients who were curative, there is much we 
can learn from these studies as symptoms and issues are likely to persist in the palliative 
care phase. 
In the systematic review and meta-analysis by Baldwin et al. (2012), the impact of oral 
nutrition interventions in cancer patients was evaluated. The review demonstrated that 
whilst oral nutrition interventions were shown to be effective in increasing nutritional 
intake and improved some elements of quality of life, they did not improve mortality. 
Whilst this latter finding is of merit, one needs to consider that the aims of nutrition 
therapy may be multiple and if we are to provide patient-centred care, we need to 
establish what is important to the patient and their carer as weight, function and other 
aspects of nutrition such as socialisation, may be important and potentially more 
important, than an end point of mortality. 
If symptoms alter across the trajectory of disease, then it is also important that we 
understand the impact of changing symptoms on individuals and their dietary intake. A 
longitudinal study by Tong et al. (2009) assessed the prevalence and levels of distress 
caused by nutrition impact symptoms in 219 medical oncology patients at 3 time points 
across a year (1 month., 6 months and 1 year). Patients had stage II and III disease. The 
five most commonly reported nutrition impact symptoms in patients with a range of 
cancers (including head and neck, gastrointestinal, solid tumours and haematological 
malignancies) were dry mouth (38%), belching (36%), nausea (35%), bad taste (28%) 
and constipation (27%). The most distressing symptoms were dry mouth, nausea, 
belching and constipation. The prevalence of nutrition impact symptoms was high with 
79% of patients experiencing at least one symptom at 1 month and 72% at 6 months. 
Even at 12 months, when the majority had finished treatment, 46% continued to 
experience nutrition impact symptoms. These figures compare with data from Olsson’s 
study in patients with upper gastrointestinal cancers who continued to experience 
discomfort related to diarrhoea, reflux and constipation, which interfered with intake 
and adversely affected nutritional status 12 months after surgery. Tong’s study was 
important as it illustrated the impact of symptoms on quality of life over time and whilst 
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the patients were not palliative, the duration of symptoms after treatment ended, 
provides insights into the persistence of symptoms. 
Despite the high prevalence of nutrition impact symptoms, Tong (2009) noted that the 
number of patients who had seen a dietitian (the professional able to advise on 
managing the symptoms), was half of that expected.  
2.9 Nutrition screening and symptom assessment  
As a result of nutrition impact symptoms associated with cancer, multiple cancer sites, 
and the side effects of treatment, individuals are likely to experience diet-related issues 
which can put them repeatedly at risk of malnutrition.  
The European Society for Parenteral and Enteral Nutrition (ESPEN) guidelines (Arends et 
al, 2017) provide a clear steer on the role of nutrition in cancer and palliative care and 
cite the range of symptoms that may be amenable to dietary modification, including 
lack of energy, fatigue, appetite, nausea and constipation. Combined with Teunissen’s 
systematic review comprising large patient numbers, this suggests there are many 
patients who experience diet-related issues who may potentially benefit from attempts 
to address them through dietary advice and nutrition support. 
Screening for malnutrition is recommended (Arends et al., 2017, Flynn et al., 2018) in 
both curable and incurable cancer and is considered the first step in determining those 
deemed to be at risk of malnutrition in whom one would then identify and assess 
factors that may interfere with food intake. 
In everyday practice, a range of barriers can impede the successful implementation of 
both screening for malnutrition (Green et al., 2014, Harris et al., 2018, Flynn et al., 
2018) and the implementation of guidelines (Churn et al., 2009, van Wayenburg et al., 
2010, Attar et al., 2012, Hebuterne et al., 2014, Spiro et al., 2016). Arends et al. (2017) 
suggested that failures to adopt guidance is in part due to the ‘frequently only moderate 
interest of clinical oncologists in nutritional aspects of cancer care’ but also arises as a 
result of lack of understanding of cost-benefit analysis, current financial incentives to 
limit nutrition support to contain costs, a lack of training in the medical curriculum and 
the sparse availability of evidence for diagnostic and therapeutic nutritional and 
metabolic markers to monitor interventions.  
The work by Spiro et al. (2016) adds to this in acknowledging that Oncologists not only 
need to value nutrition as an integral part of treatment in attenuating and preventing 
weight loss that can affect outcome and response to treatment, but they also need to 
recognise the importance of alleviating eating related distress and the anxiety relating 
to unintentional weight loss.  
In palliative care, the survey by Flynn et al. (2018) sheds light on inadequacies in 
undertaking nutritional assessment of cancer patients admitted to a hospice. Flynn and 
colleagues suggested ‘implementation of a nutritional symptom checklist and nutrition 
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screening tools, along with enhanced physician education and multidisciplinary nutrition 
care, could improve the identification and management of cancer cachexia in the 
palliative care setting’. In the Hospice setting where I worked, we had extensively 
contemplated these issues relating to nutrition screening and the provision of 
nutritional care. Through a multiple stakeholder project, a nutritional symptom checklist 
and screening tool was co-created, piloted, tested, updated and embedded into routine 
practice via the electronic patient record and the approach supported by training and 
education (Souter et al., 2015, Holdoway et al., BAPEN conference abstract 2018). What 
remains to be established is whether the tools and education put in place to identify 
diet-related issues have benefitted patients and carers or been futile. 
2.10 The changing role of diet in palliative care  
Historically the role of nutrition in palliative care focussed on comfort eating and 
alleviating hunger and thirst if they were present (Royal College of Physicians, 2010, 
Acreman, 2009). With the evolution of palliative care commencing as soon as a patient 
is deemed incurable but who may still live for many months and possibly years, the role 
of nutrition in palliative warrants revisiting.  
2.11 Weight loss and cachexia 
It is estimated that 10-20% deaths of patients with cancer can be attributed to 
malnutrition rather than to the malignancy itself (Pressoir et al., 2010, Wie et al., 2010, 
Sesterhenn et al., 2012) and hence management of nutritional status and the 
prevention of malnutrition should be an important component of care. Despite this 
data, European studies reported that only 30-60% of patients received nutrition support 
who needed it (Hebuterne et al., 2014, Planas et al., 2016) 
Although advances in technology have facilitated the provision of clinically assisted 
nutrition to support patients when they are no longer able to manage a diet to meet 
their nutritional requirements, the benefit may be out-weighed by the burden 
associated with the additional care required and potential complications. Conducting 
randomised controlled trials (RCTs) to evaluate the impact of food-based interventions 
and clinically assisted nutrition in palliative care are lacking, not least because in 
undertaking trials that might ‘withhold’ nutrition in a control group is deemed 
unethical. In the absence of RCTs, it is not surprising that there are many mixed views 
arising. A degree of nihilism may exist in practice where the lack of evidence is quoted 
as a reason not to feed rather than focusing on the individual receiving the care at that 
moment in time. In my own clinical experience spanning 30 years, opposing views have 
arisen where a patient may be asking for clinically assisted nutrition to alleviate the 
burden associated with eating and drinking when problems are present, whilst the 
doctor has considered it not appropriate to provide clinically assisted nutrition due to 
fears that it might prolong discomfort in those who have a life-limiting condition. 
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Recognising some of these dilemmas, the Royal College of Physicians (RCP) published 
guidance to assist healthcare teams in addressing the challenges in oral intake when 
difficulties exist and facilitate decision-making for the use of clinically assisted nutrition 
and hydration in end of life care (Burnham et al., 2010).  
In some cancer types such as head and neck cancer, the use of clinically assisted 
nutrition has become routine (Belwar et al., 2016). Reviews to determine the optimal 
method of delivering nutrition support, have been attempted. Due to small sample sizes 
results of assessing the optimal method have been inconclusive (Nugent et al., 2013). In 
palliative care there remains no consistency in the provision of clinically assisted 
nutrition. The reasons for the indiscrepancy can perhaps be part explained by the 
limitations of studies including heterogeneous populations. Of equal relevance is Eliot 
and Olver’s observations (2009) who identified that the charged emotions present 
amongst palliative patients and their carers, meant decisions were often sought under 
stressful circumstances and at a time of considerable uncertainty around life. Advanced 
directives for patients on clinically assisted nutrition have been developed to try and 
give control to the patient’s decision-making in advance of a deteriorating condition.  
Early learnings suggest however, that we have to be cautious in the way that we deal 
with these decisions as the decision made by an individual in advance of experiencing 
the situation, may be very different to their experience when the situation arises (Nolan 
and Mock, 2004).  
In palliative and end-of-life care a whole new meaning around nutrition and clinically 
assisted nutrition may arise. In my own clinical practice, members of the healthcare 
team have expressed concern that even suggesting clinically assisted nutrition to 
patients and carers offers false hope. This risks denying patients and carers the 
opportunity to determine from their own perspective, the burden versus the benefits 
and explore with them how this may, or may not, give false hope but could alter quality 
of life in either a positive or negative way. This was the basis for the Cochrane review by 
Sowerbutt et al., (2018) on the use of parenteral nutrition in mechanical bowel 
obstruction. The review was inconclusive but identified the need for further research to 
elucidate potential benefit or harm.  
The gaps in our knowledge on the management of weight loss and cachexia, raise the 
opportunity for further research on the attitudes and experience of weight loss and the 
role of not only clinically assisted nutrition and hydration, but also less invasive oral 
nutrition support measures, in palliative care. 
2.12 The meaning of food and the impact of weight loss in palliative care  
Concerns regarding weight loss have been consistently reported in the literature. 
Hopkinson and colleagues (2006, 2006a, 2006b, 2010, 2013, 2018) have provided the 
most prolific data on the effects of late stage cancer on the ability to eat and drink with 
a particular focus on weight loss, eating related distress and the psychosocial impact on 
both patients and family members.  
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In 2005 Souter, conducted a small-scale qualitative study to explore the meaning to 
patients and their carers of the loss of appetite whilst under the care of the community-
based specialist palliative care team. A poetic transcription of participants’ words was 
created from semi-structured interviews to capture the experience of the patient and 
carers involved. Overall, Souter described the lack of understanding by patients and 
carers of the underlying factors contributing to loss of appetite. In the absence of 
interventions to effectively reverse poor appetite, Souter raised the importance of 
facilitating patients and carers understanding and adjustment to the condition and help 
them reflect on the reality particularly in advanced disease. It would be of interest to 
evaluate whether Souter’s recommendation on improving the understanding of weight 
loss amongst patients and carers, including explaining the physiology underlying 
appetite loss, have been adopted in everyday practice. 
In 2006, Hopkinson and colleagues reported the prevalence of concern regarding 
weight loss and altered eating in people with a range of advanced cancers. Of 199 
patients who participated in a survey, 79% reported weight loss and 76% were eating 
less. A third of patients were concerned about the weight loss and reduced amount of 
food eaten. Two thirds of patients expressed concern where weight loss or altered 
eating had occurred, suggesting this is an important aspect to patients. Concern was not 
confined to those who had lost weight or experienced altered eating but was also 
present in patients who had had no weight loss or had to alter their eating, thus 
suggesting the cancer itself created concerns about what they felt they should be 
eating. Amongst palliative patients, concern arose at various points in time and was not 
restricted to the last few weeks of life or proximity to death. As concern about loss of 
appetite and weight were greater amongst family members the authors recommended 
that mitigating concerns amongst family members was important especially in the 
absence of being unable to effect an improvement. 
Building on this work, Hopkinson et al., (2007) investigated how people with advanced 
cancer managed changes in eating habits. Hopkinson concluded that patients ‘can and 
do’ find their own solutions. It was not established whether greater knowledge amongst 
the HCPs supporting these patients could have expedited the time between 
experiencing the problem and in identifying the solution. Whether the problem 
experienced and the distress it creates could be minimized, through enhanced 
knowledge amongst the healthcare professionals supporting the patients, presents a 
gap in the research that warrants further investigation. 
Based on the lack of solutions to manage cancer related weight loss, Hopkinson and 
MacMillan, created and tested a framework including training for nurses named the 
‘Macmillan Approach to Weight and Eating’ (MAWE). The uptake and value of ‘MAWE’ 
was evaluated in a cluster randomised study in the South of England (Hopkinson et al., 
2013) but whether the tool or similar has been more widely adopted is unclear. It would 
therefore be of interest to know if the principals of ‘MAWE’ have extended beyond the 
area in which the evaluation took place and been adopted elsewhere. 
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It is evident that Hopkinson and colleagues (2006a, 2006b, 2007, 2010, 2013) have 
contributed a wealth of understanding to the diet-related issues in palliative care and 
insights into the distress associated with unintentional weight loss amongst patients 
and carers including family members. Research to date has identified the need for 
comprehensive nutritional assessment to identify the issues contributing to the weight 
loss and the distress but also the dietary beliefs held by the patient and caregiver. In 
addition, Hopkinson and colleagues work concluded that in the management of cancer 
induced cachexia: a ‘healthy diet’ as currently defined in our UK culture (low fat, high 
fibre, 5 portions of fruit and vegetables daily) is of unproven benefit for someone with 
advanced cancer, that patients will typically eat more of the things they enjoy or find 
easiest to eat, that cancer causes metabolic change that suppresses appetite and 
disagreements over food are common between patients and caregivers. What is evident 
is there is, as yet, no agreed successful nutritional intervention for cancer induced 
cachexia.  
2.13 How cancer affects metabolism, function and body structures 
Whilst weight loss can be measured and visibly noted, cancer related weight loss can 
also have profound effects on function. This is due to the derangements in metabolism 
in cancer which result in muscle breakdown including the effect of cancer on metabolic 
pathways that govern cell turnover, and the metabolism of substrates including protein, 
fat and carbohydrate (Fearon et al., 2011).  
As far back as 1998, Schuit reported that increased nutrition symptom scores correlated 
with poorer function. This was further supported by the published literature review by 
Caro et al. (2007) who demonstrated that nutrition impact symptoms reduced 
performance status and quality of life. If functional status plays a significant part in 
determining quality of life in those living with an incurable cancer, then identifying and 
where possible correcting nutritional issues to preserve muscle is a key component of 
supportive care for those who are palliative.  
For effective treatment and management of diet-related issues and function in cancer, 
healthcare professionals need an awareness and an understanding of their role and 
overlapping responsibilities in addressing the nutritional issues and promotion of 
physical activity that can affect response to treatment, function, outcomes and 
survivorship. Research to date has primarily involved nurses and dietitians. As we move 
into an era where other members of the MDT care for patients with cancer, including 
palliative care, it would be of interest to know if other members of the multidisciplinary 
healthcare team such as physiotherapists and pharmacists, appreciate the role of 
nutrition and indeed whether they utilise knowledge to advise patients and families on 
diet and activity, to optimise nutrition, function and quality of life.  
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2.14 The need for an individualised approach to managing diet-related issues and 
nutrition 
International (Arends et al, 2017) and national guidelines (GMC 2010, NICE 2010) have 
called for an individualised approach in palliative care. With palliative care patients now 
surviving months to years in the palliative state, nutrition could take on an increasingly 
important presence.  
This literature review along with personal experiences reported in practice, illustrates 
that many patients experience profound symptoms during and after treatment, and as a 
result of the cancer itself, which adversely impacts on their ability to consume and 
enjoy a normal diet and continues into the palliative phase of care.  
With limited training in diet for many healthcare professionals (Morris, 2014) and 
nutrition barely being represented in the curriculum of nurses, doctors and allied 
healthcare professionals (De Souza et al., 2015), the role of diet and nutrition in life-
limiting conditions and chronic diseases and decisions to use nutrition support, may be 
undermined by the lack of knowledge and capability of those involved in decision-
making.  
Although over the past four decades our understanding of the impact and distress 
caused by cancer cachexia and diet-related issues has been enhanced (Hopkinson, 
2018), our knowledge of the advice offered to patients and carers and whether it is 
acted upon, remains limited.  
Registered dietitians who have been specifically trained in nutrition and dietetics utilise 
skills to assess and plan nutritional care. In the UK, and across Europe, the appointment 
of dietitians and the provision of dietetic care in palliative setting remains limited 
(Hospice UK data 2017, BDA Correspondence 2017, European study 2018), this is 
despite the recommendations from NICE (2004) that cite dietitians as part of the 
multidisciplinary palliative care team. With insufficient dietitians to meet the needs of 
the palliative population, it may be that other members of the healthcare team need to 
address diet-related issues in meeting the holistic needs of patients and their families.  
Concluding remarks  
This literature review has highlighted that patients with cancer experience discomfort, 
anxiety and distress arising from unintentional weight loss and diet-related issues. It 
identifies the opportunity for members of the healthcare team to get involved in 
managing the nutritional needs of patients. How effective the healthcare team is in 
identifying the issues and handling them across the trajectory of palliative care, remains 
poorly understood. As life-limiting conditions requiring palliative care services are 
predicted to increase (DoH, 2018), the need to investigate the potential role of diet and 
perception of diet amongst all those involved represents a key area for further 
investigation. An understanding of how issues are identified and acted upon and 
whether dietary advice provided for patients and family members and carers is 
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acceptable, and answers their concerns, became the underpinning foundation for my 
research. 
In the next chapter I outline how the literature informed my research aims, research 
questions, my consideration of a variety of methods and methodologies, why case study 
method of research was chosen and the background to informing me of my own 









































In this chapter I introduce the research questions and the aims of the research 
determined by current knowledge and research. I focus on clarifying my rationale for 
the grounding of the research on the role of diet and nutrition in supportive palliative 
care, the theoretical perspectives that I used to guide key concepts resulting in the use 
of case study design and my reflections on my position as the researcher. 
3.2 Methodology  
Studies over several decades have explored the dietary issues and challenges faced by 
patients and carers during cancer treatment including up to one year after cancer 
treatment. There is however a general lack of studies observing the impact of diet-
related issues beyond a year of treatment or observing the impact of diet-related issues 
that can occur and change over time in the palliative journey.   
Whilst Hopkinson and colleagues (2006, 2006a, 2006b, 2010, 2013), have contributed a 
wealth of understanding and knowledge of the impact of diet-related issues in end of 
life care, the focus has largely been on loss of appetite and unintentional weight loss 
and not the wide range of issues that have been reported that can persist after cancer 
treatment such as taste changes, diarrhoea, constipation, dry mouth, fatigue and issues 
relating to clinically assisted nutrition and swallowing problems. 
Studies have often involved the patient and carer perspective or the healthcare 
professionals experience. None to date have studied the experience of a broad range of 
agents involved within one study. There therefore appeared a gap in the literature that 
studied the experiences of patients and their families and their interactions with HCPs, 
over time, in various contexts and for the duration of their illness. 
A host of literature over the past four decades has improved our understanding of the 
prevalence and impact of symptoms including diet-related issues (often referred to as 
nutrition impact symptoms), in cancer and palliative care. Information on managing the 
issues, advice given and whether acted upon, and the extent of coping and adapting 
during times when issues and prognosis may be changing, is less well understood. In 
addition, studies have not explored the similarities or differences in the way diet is 
viewed before and after the cancer diagnosis and how its value and relevance may 
change across the trajectory of disease. 
3.3 Research questions 
As a result of the literature review the following research questions were developed:  
• How do healthcare professionals, patients and families currently perceive the 
role of diet in palliative conditions? 
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• What has been the experience of patients, carers, family members and 
healthcare professionals in dealing with dietary challenges during the patient 
journey? 
• Which dietary interventions or advice were adopted by patients and families and 
carers and how were they managed?  What were the barriers and facilitators to 
identifying, adopting and implementing the nutritional interventions 
recommended?  
As I wanted to explore, gain insight and understand the role of nutrition in symptom 
management and nutritional status, there was the need to take into account the 
complexity of the individuals, the healthcare settings and the support that was given to 
patients, carers and healthcare professionals, including how knowledge was gained 
(from whom, what and where).  
To meet the aims of the study and answer the research questions, I was conscious of 
the need to select a method most appropriate to answering the research questions.  
3.4 Qualitative research  
In the last century, modern healthcare has evolved and benefitted from knowledge 
ascertained predominantly from biomedical research utilising quantitative approaches 
and RCTs (Coates, 2004).  Post-positivists have criticised the use of qualitative research 
viewing it as soft approach when compared to the use of rigid protocols and 
questionnaires designed to eliminate bias that are frequently used in quantitative 
research (Coates, 2004). With an increasing emphasis on patient-centred care, the value 
in considering views of patients and carers has been elevated and the value of 
qualitative enquiry to elicit descriptive accounts in healthcare has become increasingly 
popular (Greenhalgh and Papoutsi, 2015).  
Qualitative research is an umbrella term that describes a diverse set of techniques and 
philosophies (Silverman, 2005). Often utilising words and descriptions the researcher 
uses a fundamentally inductive and interpretive approach to generate meaning and 
interpretation amongst natural social settings. As highlighted by Bowling (2002), 
qualitative research offers the vehicle to explore, discover, describe and understand the 
experiences of those involved. In undertaking qualitative research, the researcher 
attempts to make sense of, or interpret phenomena, in relation to what it means to the 
participants who were involved (Denzin and Lincoln 1994, Van Manen 1990) and in the 
context in which they happen.  
A strength of qualitative research is its ability to focus in on the human experience using 
methods that seek to enhance understanding of complex phenomena and the 
participants experience. On this basis and in light of the research questions, I concluded 
that qualitative research would provide the insights into the perceptions of the role of 
diet amongst patients, carers and healthcare professionals and fitted well with the 
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patient-centered, holistic philosophy that underpins palliative care.  
3.5 Epistemology 
I was conscious of the need to understand my epistemological stance that would not 
only influence my decisions to determine what knowledge I could gain through the 
qualitative research but also guide me in how I might ensure adequacy and legitimacy in 
my research findings (Krauss, 2005). My epistemological stance is one in which I believe 
people cannot be viewed separately from the multiple influences that contribute to 
constructing their reality. Influences can include culture, history, personal values and 
beliefs, social interactions and language and an individual’s perception of reality can be 
shaped not only by past and present experiences but also determine future 
experiences. This belief, that truth or meaning comes into existence through 
engagement with the realities of our world, is described by Crotty (2004) as 
constructionism. The philosophical approach for my research therefore lies in the spirit 
of constructionism. With a constructionist understanding of knowledge, different 
people may construct meaning in different ways in relation to the same phenomena 
and hence the constructionist approach is often described as interpretative. As I believe 
reality is socially constructed and social phenomena exist in the minds of participants, I 
acknowledged interpretation would be necessary for me to understand the many facets 
and multiple constructions of participants’ experience.  
3.6 Case study research 
I considered a variety of qualitative methods that might suit my research aims. Of 
particular relevance was my desire to understand the phenomena from those involved, 
in both receiving care and delivering care, namely patients, carers and health care 
professionals.  
Whilst I was familiar with case histories in healthcare, it was in reading Denzin and 
Lincoln’s review (1994) and reference to the use of case study in offering ‘a quiet 
methodological revolution’ that I considered this method further. As the case study 
approach is one that lends itself well to evaluating complex healthcare innovations in 
specific contexts it seemed suited to undertaking research in the palliative care arena 
where care can be complex. With case study research being available in health care 
(Dowell et al., 1995) and medicine (Greenhalgh and Taylor, 1997, Greehlagh and 
Paoutsi, 2018) I was able to review examples and consider how I could adopt this 
approach. 
As case study research retains a holistic and real-world perspective (Yin, 2014) and 
given the complex situation facing those living with incurable cancer identified in the 
literature, case study research was considered well suited to the focus of this study to 
understand the complex social phenomenon and clinical condition that influences the 
diet of a patient. As case studies can offer insights that may not have been achieved 
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with other approaches, and take into account the prior development of theoretical 
propositioning, I also felt that case study research using interviews and other data 
including local policies, could fill the ‘gaps and holes’ (Ridder, 2017) that I had identified 
in the literature search, thus building on the knowledge to date in the field of diet in 
palliative care. Discussion with my lead supervisor confirmed that case study research 
fitted well with my research aims in providing the framework to understand complex 
interactions in nutrition and diet in palliative care following a rigorous methodological 
plan.  
A multiple case study approach incorporating one to one interviews with key players; 
the patient, family members and healthcare professionals, was considered to be the 
most viable means to explore this area and the anticipated open style of questioning 
was considered consistent with the holistic philosophy of palliative care (WHO, 2002).  
Patients were recruited if they were considered palliative and in the last year of life but 
not the last few weeks of life. This was to avoid the burden of being involved in research 
amongst those very unwell at the end of life but include patients who had, and might 
still be experiencing issues, to establish and identify the issues and time points where 
interventions could be offered in the future, to make a difference to patient care.  
3.7 Defining the case 
With case study research, the object of the case is the focus of interest in its own right. 
At the heart of the case studies in this research was the patient. However, as the care 
experienced and the diet chosen, or consumed, by patients who are palliative, could be 
influenced by family members and healthcare professionals, it was felt crucial to involve 
representatives from these groups. By asking patients to nominate a family member or 
friend (from hereon defined as a ‘carer’), and two healthcare professionals, from 
amongst the healthcare teams who cared for them, it was felt the case would remain 
patient-centred. This would enable me as a researcher, to explore potential differences 
between the perceptions of the patient, their carers and the healthcare professionals 
involved.  
Confident that the case study research would enable me to focus on the range of 
problems faced, the process by which participants might cope, the support available 
and provided, and the variations in their experiences, semi-structured interviews were 
chosen as the primary source of data. Working in settings where the research took 
place and with ethical approval, I was also able to review patients’ medical records, 
policy documents, resources and teaching available.  
I anticipated that using a case study approach with the patient at the centre, along with 
nominated carers and HCPs, would allow me to explore the interconnections between 
patients, carers and HCPS during the patients’ journey. Asking the patients to choose 
members of their healthcare team and a carer to be interviewed, was considered to be 
 36 
the most effective method to reveal reflexively the everyday lived experience of 
patients, the carers involved and the influence of the healthcare team. 
Whilst I did not feel a single case could achieve external validity or generalisability, one 
could argue that multiple cases, carefully chosen to reflect different cancer types and 
where themes might be repeated across cases or differ, might be more generalisable 
and replicable. Although Dyer and Wilkins (1991) criticised the multiple case study 
approach on the basis the researcher is less likely to pay attention to the way the cases 
compare and contrast, Stake (2003, 2005) argued that multiple case studies, by the very 
nature of enquiry, can be more robust and the evidence more compelling. These 
published opinions influenced my approach from the outset in both creating and 
conducting the research and in the subsequent analysis.  
Based on my clinical experience, I strategically chose to recruit patients with specific 
cancers including secondaries, where I anticipated there would be differentiating 
features and a variety of dietary issues.  The four patients who consented to participate 
represented four different cancer types. As the cancer types differed and the patient 
and carer participants differed, it was anticipated that the HCPs nominated by the 
patients would differ. I foresaw that a variety of HCPs were likely to be invited but 
would remain connected by the patient at the heart of the case. I hoped this would 
enable me to explore a range of perspectives but also the levels of knowledge that 
might be associated with life experiences, varying levels of experience gained in clinical 
posts and include HCPs from a variety of environments (acute and community).  
The number of cases deemed sufficient at the outset (four patients and four 
participants per case) was based on discussions with my supervisors, the range of 
cancer types the Hospice cared for and insights gained from the literature. My intention 
with the number of cases and participants was to explore contrasts for predictable 
reasons (theoretical replication) and also identify similarities (literal replications). Due 
consideration was given to recruiting more cases if the data collected was not 
considered rich enough.  
The exploratory and inductive approach aimed to be grounded in the goals of 
qualitative research strategies, with an emphasis on developing a rich theoretical 
framework based on the analysis of data and interpretation of themes. 
3.8 Positioning myself as the researcher  
The more familiar I became with the literature on qualitative research methodology, the 
more conscious I became of viewpoints suggesting that qualitative research, by the very 
nature in which data is collected and interpreted, carries risk of bias. Aware that I would 
be collecting and interpreting data from interviews, I acknowledged the risk of 
interviewer bias and participants saying what they thought I might wish to hear, in them 
knowing I was a healthcare professional. As a caring professional I was also conscious 
that I might respond to comments with empathy in interviews with patients and carers 
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that might lead to participants responding in a certain way. Inherent in my nature I was 
aware that it might be difficult to adopt a change of approach and my demeanour. I 
aimed to counter this through the use of semi-structured interviews, avoidance of pre-
set questions but also through making a conscious effort to act in a neutral non-
judgemental manner during interviews (Bowling, 2002). Being comfortable in the 
environment and aware of potential patient characteristics such as the adverse impact 
of cancer on symptoms and possessing skills in compassion and empathy, I felt this 
would act in a positive way by helping the participants feel relaxed and more likely to 
open up to talk about their experiences and how they felt.  
Former experience in the field of oncology had made me very aware of the impact of 
treatments on the ability to eat and drink. As quality of life (QoL) and symptom control 
is at the heart of palliative care, I felt my experience in oncology placed me in a good 
position to both hear and understand some of the symptoms and management of 
symptoms that my patients and carers and HCPs might describe in relation to diet, and 
the impact of those symptoms on a person’s ability to eat and drink. I believed this 
would assist in not only obtaining and assimilating rich quality data through qualitative 
research methods but enhance my understanding of their reality. In interviewing the 
HCPs I worked alongside, I was aware of the need to retain a consciousness of my 
insider knowledge to avoid influencing the interviews. Overall, I felt the positives 
outweighed the negatives in my acting as the researcher and that I could embrace my 
experience in that it enabled me to make observations of the environment at ease and 
served a purpose in providing an in-depth knowledge to help interpret, and analyse, the 
data from participants. 
3.9 Reflexivity   
Aware that my theoretical assumptions, my choice of the topic and my ethical 
framework influenced not only my choice of methods but also the relationship with my 
participants (whether it be the patient, the carer or the HCP), I undertook reflective 
activities to consciously compartmentalise, deal with and set aside knowledge that I 
knew might cloud my interpretation of the data. Such reflective activities were 
undertaken regularly when pursuing all aspects of the research, from contemplating 
and designing the methods and methodology, completing the interviews and 
throughout the entire analytical phase and writing up.  
3.10 Ethical issues  
The board of ethics raised concerns regarding the potential harm in interviewing 
patients who were palliative and end-of-life and sought assurance that patients would 
not feel obliged to participate nor coerced. The ethics committee also raised concerns 
relating to the fact that patients may not themselves benefit from the research outputs 
as they were likely to die beforehand. The ethics committee’s concerns were addressed 
by informing them of the approach taken, in which the specialist nurses broached 
potential participation with participants as opposed to the researcher.  In practice, the 
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specialist nurses have a very close relationship with patients and carers and through 
their holistic approach, are very aware of the need to avoid burdening patients and 
carers in asking them to participate in a study. It was felt the specialist nurses were best 
placed to act as the primary identifiers of suitable patients. The specialist nurses made 
the initial contact to discuss the study and seek potential participation before any 
contact by myself as the researcher was made.  This allowed the patient to hear about 
the study, what the study entailed and allowed them time to give it due consideration 
before potentially agreeing and consenting to participate.  
As a practitioner with 30 years clinical experience and as a duty of care as a researcher, I 
was also very aware not to impose a significant burden on a patient or carer and ensure 
that all involved were familiar with the benefits of participating and the potential 
downside. Several patients commented that they would be happy to participate to 
enhance the lives of others even after they had departed this life, this supported my 
belief and consciousness of the research process offering those involved an opportunity 
to have a voice. 
In the hospice within which I am employed, there exists an ethical framework to protect 
the vulnerable and as part of my reflective practice and approach to the research, I 
drew on the ethical knowledge I had gained as part of my professional doctorate and 
previous clinical studies I had undertaken. I also interacted with and sought advice from 
experienced practitioners in this field including the Hospice counselling services and the 
Head of Education, research and development at the Hospice. 
As the semi-structured interviews were led by the participants, they were provided with 
the opportunity to freely withdraw at any time. I asked during interviews whether an 
individual wished to continue or discontinue, particularly when emotional matters were 
being shared. As a skilled practitioner in this field, I felt I was sensitive to note cues from 
the patients and carers if any distress or emotional anxiety arose and I always asked the 
participant if they were happy at various points in time to continue, making it clear that 
I would not wish to induce any further anxiety associated or contributed to by their 
continuation.  In practice, when undertaking the research, the need to stop was rarely 
observed (one participant only). Some interviews lasted beyond an hour due to the 
keenness of the participant in sharing their experiences. 
Concluding remarks 
In this chapter I have clarified the research questions and contextualised my work by 
placing the study in epistemological and ontological frameworks. I have attempted to 
justify why multiple case study research is suited to the research aims and questions.  
Based on 30 years in clinical practice and an understanding of qualitative methods of  
research, I felt the multiple case study approach suited the research questions and aims 
which was to capture the complexities of the patient carer and healthcare professional 
experience and the services, that intended to meet the needs of patients and carers.  
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the collection of data to investigate phenomena in real life contacts. Simons (2009) 
emphasises the value of case studies for in-depth exploration from multiple 
perspectives in a real-life context to generate in-depth understanding of specific topics 
that are too complex for the survey or experimental strategies. 
 
The aim of the case study approach was to present a rich portrayal of nutrition and 
dietetics in palliative care to inform practice. The case study method was seen as a 
flexible method to explore the topic in-depth. I hoped that by involving multiple players 
in a unique case study design not previously undertaken in the field of palliative care, 
involving those who receive care and those who influence care, a fresh perspective 
would be achieved. From multiple sources of data, I hoped I would be able to interpret 
events and analyse patterns within and across case studies, using inductive reasoning, 
to shed new understandings on the role of diet in palliative care (Simons 2009).  
 
In the next chapter I introduce elements of the practical methods employed in 



























4.1 Introduction  
In this chapter I introduce the practical elements of the research methods, the sites that 
interviews were undertaken including recruitment, operational processes including data 
collection, the management of data, analysis and interpretation.  I present the approach 
for analysis of data including the reflexivity I employed as the researcher and the value 
of interactions and discussions with peers to develop concepts. 
4.2 Research Design 
In answering the research questions, a multiple case study approach was employed 
which utilised semi-structured interviews in the field. The semi-structured interview 
aimed to seek the views of patients, carers and healthcare professionals regarding the 
role of nutrition and diet in the place of care. The interview was based on the available 
literature and the previous projects undertaken in the hospice setting (Czerwinska et al., 
2013; Souter et al., 2016) 
Other sources of data included the medical records of patients and relevant policies 
(appendix 1, pages 153 - 168) and assessment tools used within the care settings where 
the nominated HCP was employed. Medical records were checked prior to consent to 
ensure participants met the inclusion and exclusion criteria and were also checked on 
the day of the interview to ensure the patient was in a suitable condition to participate. 
After the interview the medical records were reviewed to triangulate the information 
from the interviews and provide validation of some of the symptoms experienced over 
time.  
4.3 Defining the cases  
Since one cannot separate the care given and the patient experience from the 
relationships and support from family members and friends, multiple participants for 
each case, specifically including a family member or friend, and up to two healthcare 
professionals, reflected the diverse and holistic approach that underpins palliative care.  
As the patient participants were asked to nominate carers and two HCPs they came into 
contact with, this led to a variety of HCPs participating in the study, giving breadth of 
insight according to different HCPs. Figure 4.3 illustrates the participants and 
relationships in each case.  
As active treatment may play a part in palliative care, patients and carers may be 
receiving care simultaneously from the hospice as well as acute setting. In asking the 
patient to nominate two HCPs involved in their care it was hoped a variety of HCPs 
would participate to capture the experience in both the hospice or community setting 
and the acute setting, and indeed this proved to be the case. 
I used purposive sampling in the selection of patients to intentionally include patients 
with four distinct primary diagnoses. Cancer types were specifically chosen for their 
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diversity based on the current knowledge of the physical impact of different types of 
cancers and treatments on ability to eat and drink. I anticipated that this would provide 
rich and varied data on the impact of different tumour types and secondaries on 
symptoms, treatments and physical aspects that might impact on diet and food related 
experiences.  
All but one HCP who participated had spent time in their training and after qualifying in 
both acute, community and latterly in a palliative care setting which enabled them to 
compare and contrast experiences according to care settings. Years since qualifying are 
indicated in Table 1 (chapter 6, pages 62 – 63) 
 
 
Figure 4.3 – visual representation of a case 
4.4 Patient participant criteria 
Sampling aimed to recruit a diverse group of adult patients with different advanced 
cancer types, of differing ages, in whom it was anticipated that dietary choice and 
eating habits would be affected. Participants had to be able to understand what was 
involved, have mental capacity and be willing to consent.  
4.5 Developing the interview guide  
The interview guides for patients, carers and healthcare professionals was initially 
drafted from the findings of the literature review. The draft interview guide was then 
discussed with experts in the field and colleagues including the Head of Education and 
Research and Audit at the Hospice, the Hospice nutrition steering group which included 
patients, carers and volunteers, and my academic supervisory team.  
A pilot interview was undertaken with a patient and their family member. Using the 
learnings from the pilot and following subsequent discussions with the academic 
supervisory panel, the interview guide was modified to allow greater freedom of the 
participants to direct the flow of the interview and reduce prompts that might bias the 
interview. The interview guides for patients, carers and healthcare professionals were 
finalised and are included in the appendices (appendix 2, pages 169 -174). The rationale 
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for inclusion of the specific semi-structured questions in the final interview guide is 
included in the appendices (appendix 3, pages 175 - 176) 
It was during the piloting of the interview that the use of terminology was raised. The 
patient and carer who volunteered for the pilot commented that ‘nutrition impact 
symptoms’ meant very little to them and that ‘diet-related issues’ was much more 
understandable. Although ‘nutrition impact symptoms’ have previously been used in 
the literature, I chose after the pilot to consistently use the term ‘diet-related issues’ as 
it appeared more meaningful to patients, carers and also the HCPs and I was keen to 
use a term that resonated with participants. 
4.6 Field Sites 
Suitable participants were drawn from the patient and carer population under the care 
of a Hospice in the South West of England, providing palliative care services which 
include rehabilitation, respite and terminal care. To access these services patients are 
registered with the specialist palliative care service via a formal referral made by the 
patient’s General practice or from the acute hospital Trust. The care is offered on an in-
patient and out-patient basis and also includes group support sessions, for patients 
diagnosed with life-limiting conditions and their carers.  
Interviews with patients, carers and HCPs were undertaken in a place of their choice 
which included the patient’s home, carer’s homes, outreach centres and outpatient 
settings. All participants were given a full choice with regard to the date, time and 
preferred location. 
4.7 My relationship with the field sites 
I drew upon existing relationships and contacts to gain access to all participants. As I 
was working in the setting, I had access to both the in-patient unit and out-patient 
settings and caseloads. As some of the palliative care staff knew me, this did mean 
there was an element of trust in allowing me to access the patients. As my clinical time 
working at the Hospice was part-time (0.2 whole time equivalents) and delivered on 
one day a week, I was able to establish myself in the role of a researcher on other days 
distinctive from my clinical role.  Being there on a part-time basis managing the dietetic 
service did however legitimise my presence and fostered relations with staff. Through 
briefings undertaken, particularly with the nurse specialists and the therapies team, I 
was able to put into context for staff, the purpose of the research project, what was 
expected and also have access to the medical notes and data on participants who met 
the inclusion criteria. Patients and carers were initially identified and approached by the 
nurse specialists employed by the Hospice, to avoid any risk of coercing them to 





The study was approved by the local research ethics committee (appendix 4, pages 177 
- 181), the Hospice research and ethics committee and the University of Bath research 
committee. The study conformed to local healthcare research governance requirements 
and University governance. The University of Bath, Hospice and NHS standards for 
ethical research, were followed and acted upon to protect the rights of participants 
during the interviews and throughout data management. The Hospice standards 
primarily related to the nature of palliative care work, which is known to be demanding 
from an emotional perspective, particularly when end-of-life is imminent. Consideration 
was given to the sensitivities around research involving patients who are palliative and 
in whom it was important to consider how easily they could participate if very unwell. 
Access to the Hospice psychological support and counselling services was granted for all 
participants if needed. The patients GP was informed in writing of the patient’s consent 
to participate (appendix 5, 182) 
All individuals who took part were provided with a participant information sheet 
(appendix 6, page 184 -190) to ensure they understood what was involved. Information 
included key contact numbers and email addresses to ask further questions beforehand. 
All participants had to agree to signed consent (appendix 7, page 191) prior to the 
interview. Consent included permission to undertake and record the interviews and in 
the case of the patient record permission to access their medical records. Participants 
were made aware of the purpose of the research including potential dissemination of 
the findings and assured that all information would be confidential and identifiable data 
would be removed. Identifying information was deleted from audio recordings, notes 
and records and replaced with an identifier code. Names used in the results and analysis 
to identify quotes are pseudonyms.   
I attended the ethics committee in person to ensure that any questions raised could be 
answered at the time. Members of the ethics committee questioned whether involving 
those who were deemed ‘palliative and end-of-life’ might be inappropriate. I was able 
to reassure them from the literature and my own experience in the clinical setting, that 
patients and carers were often very keen to share their stories for the purpose of ‘giving 
back’ and sharing their experience for the future care of others. I sought to instill 
confidence in the committee that I would be able to recruit participants who could 
comfortably participate and that I had mechanisms in place to ensure that patients in 
the end of life phase would not be asked to participate and came under the exclusion 
criteria. Ethical approval was awarded, and I commenced my research to explore the 
role of diet in palliative care as perceived by patients, carers and healthcare 
professionals. 
4.9 Participant recruitment 
HCPs with whom I worked with, or with whom I was in contact with intermittently, were 
asked to identify suitable participants from both the out-patient clinics or attending the 
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courses provided. Adults over the age of 18 years, who were able to converse in English 
and who were able to understand the requirements of the research, give informed 
consent and comfortable to participate, were provided the opportunity to hear more 
about the study. A telephone conversation or face to face conversation was provided by 
the Hospice nurse specialists to explain the research if a patient expressed an interest to 
be involved. The relevant participant information sheet was provided by the specialist 
nurse if interest was expressed and time given to allow the patient to read the sheet 
and ask any questions. Once the patient participant was recruited, the carer and HCPs 
they nominated were approached by the researcher to seek their participation. 
Participant information sheets for the carer and HCP (appendix 6, pages 186 - 190) were 
provided so that all participants could gain an understanding of their involvement and 
what was expected. Written consent was obtained from all participants by the 
researcher prior to interview. 
4.10 Interviews  
Each interview began by inviting participants to talk about their views on diet and 
nutrition in the absence of a cancer diagnosis. The aim with this question was to help 
put participants at ease, gain insights into previous dietary habits and routines and 
obtain views relating to diet and health to then understand how this might differ in the 
presence of disease. Participants were then asked semi-structured questions about 
diet-related issues and their perception and experience of diet in the presence of 
cancer. Strategies to manage issues and advice offered or received was also explored. 
All participants were asked if they thought anything was missing that could help deal 
with diet-related issues. Healthcare professionals were encouraged to draw on other 
examples, if they saw it appropriate, to help the purpose of the research. The flow and 
length of time spent on each area was led by the participant. The interview was not 
restricted to the semi-structured questions as the intention was for the participant to 
lead on what they felt was important.  
The series of questions were used to guide the interview but not restrict the interview 
so that the participant shaped the conversation. The structure and style of the semi-
structured interview aimed to ensure that participants were able to express their stories 
and experiences in their own time, in a relaxed environment of their choice and in their 
own words. The aim was to capture what was important and relevant to them as an 
individual and how they viewed the effect on those around them. 
All participants agreed to one interview. The duration of the interview was led by the 
participant. The shortest interview was twenty minutes and the longest one and a half 
hours, the majority were of fifty - sixty minutes duration. Length was guided by the 
participant and I gently encouraged participants to share what they felt was important. 
Non-verbal cues, for example evidence of fatigue - a feature common to many patients 
who have a palliative condition - were observed for as a sign of a need to draw an 
interview to a close. I drew on my experience and clinical judgement to determine 
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whether the participant gave cues to freely continue to speak on the subject matter or 
move on. The semi structured interview required little if any additional prompts to the 
main open-ended questions.  In later interviews, questions were specifically pursued if 
they added to the knowledge.  
4.11 Data handling   
Data from the interview took the form of audio recordings but were supported by notes 
and reflections. All data remained in my possession throughout the field work and 
subsequent analysis. All data was stored electronically in a password protected 
computer that only I as a researcher had access to. All transcriptions were anonymised 
at the point of creating the typed word document. When sharing data for analysis (for 
example with my supervisors), all accounts were anonymised and only details on the 
primary diagnosis and social circumstances of the patient were shared. Only I as 
researcher knew of the identifier codes. Back-up drives were held in accordance with 
data protection in place at the Hospice and in accordance with the Health and Social 
Care Professions Council, the ethics committee and University research standards on 
the handling and storage of patient data and research files. 
No identifiable participant data was stored out-with the electronic patient record. In 
accordance with University of Bath standards, all data (transcriptions) will be held 
securely for a period of seven years after which all data will be destroyed. 
I explained to participants prior to consenting, and reiterated at the start of the 
interview, that their recordings would be transcribed i.e. typed up as passages in their 
entirety but excluding any personal identifiable data such as names. I outlined to all 
participants that the research would be used in several different forms to educate and 
inform a range of audiences including HCPs, those commissioning services and 
colleagues at research symposia. I explained there might be some unexpected 
dissemination opportunities that would arise that I may have not anticipated but that all 
data would remain anonymised. 
As the patients were in the palliative care phase then it was inevitable that some of the 
patients would die before I completed the thesis.  
4.12 Addressing potential ethical concerns arising during interviews 
Whilst the therapeutic benefit of qualitative research is a highly contested area (Kohn, 
2008) my approach was explicit in that the purpose of the qualitative interview was not 
one of therapeutic intent. The nature of the interview was to facilitate active listening 
of the participant with minimal interruption.  
It was evident that participants not only wanted to participate in research towards the 
end-of-life as part of sharing their story but patients recognised and acknowledged that 
engagement in research could assist HCPs to understand what they were feeling; what 
experiences were good but also what could be improved upon. Many said at sign-up to 
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participate in the study that they felt information on diet could have been better. This 
appeared to be a motivational factor in driving their enthusiasm to consent and 
participate as they felt their story could help others.  
For some patients I was aware that in sharing their story it brought to them a sense of 
relief. The emotional demands that arose during the interviews and transcriptions 
induced a strong element of sadness at times, in particular in relation to patients and 
family circumstances, for example where young children were to be left without a 
parent. 
As patients were at various stages of wellness, I used my clinical skills and interpretation 
of body language to consider whether it was appropriate to continue with an interview 
or offer to end the interview, particularly if I sensed distress or fatigue. It was my clinical 
skills that I drew upon to help determine whether a patient appeared well enough to 
continue in the interview and if I sensed distress or fatigue, I would subtly ask, in a 
natural pause, if they wished to continue or were happy to leave it at that point, being 
positive about stopping, so they would not feel under duress to continue. Overall there 
was only one interview with a patient that was relatively short (22 minutes), the 
majority exceeded an hour due to the enthusiasm of the participant. 
Although I had to avoid giving advice at the time of participation in the study, after the 
interviews had been recorded and transcribed, I went on to provide advice to several 
patients and staff at a later date where gaps in their knowledge or the service provided 
were identified.  
4.13 Data analysis  
A descriptive framework was used to organise the cases making use of all the relevant 
evidence; interviews, policies, environmental observation. The interviews contributed 
the majority of the data and were transcribed, coded, and analysed using the principles 
of thematic analysis as informed by Braun and Clark (2006), Spencer et al’s framework 
(2014) and insights into handling qualitative data by Richards (2015). My overall 
intention was to interrogate the data with the research questions in mind and create 
categories (often referred to as codes) derived inductively. Once sections of the 
transcribed interviews were coded, I methodically studied the words and the context to 
interpret the meaning. I went back and forth over the data, the transcriptions, revisited 
codes, grouping codes and seeking patterns and meaning that I felt was significant and 
new. My aim was to present aspects of the cases that generated new understandings 
which I could relate back to the research questions and the literature including new 
literature searches that were needed to determine if the phenomena was novel and 
new.  
Typing up each interview myself, checking for accuracy, reading and re-reading the 
transcripts enabled me to gain a holistic overview of the participant’s experiences. I 
found listening over and over to the interviews to type them accurately very powerful in 
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transferring me into their world. Becoming so familiar with the data meant that I could 
recall from memory the spoken narrative and the situation at the time, including the 
environment. As I transcribed, I reflected on the participant’s mood and their emphasis 
placed on words in expressing their experience and I noted these elements in the 
transcripts. I paid meticulous attention to ensuring that I placed emphasis on features 
that seemed important to the participant to avoid being drawn to my own bias as a 
dietitian. 
As the majority of the interviews were an hour’s duration I also summarised each case 
in essay format to create a document to give an overall feel to each participant’s 
interview and each case. The summary served the purpose of capturing my overall 
thoughts about the case and was helpful to revisit when I felt overwhelmed with the 
amount of data I was handling. It also helped me to not lose sight of any striking 
content that was specific to a singular case when I undertook the cross-case analysis.  
4.14 Coding  
Taking each transcript, I selected and marked up passages and assigned initial codes. 
For first level coding I used descriptive low inference codes, in some cases these were 
one or two words such as ‘weight loss’ or ‘appetite’, others included short descriptors 
such as ‘impact of treatment’. Examples of the codes and a section of a coded transcript 
is included the appendices (appendix 8, page 192). Codes were developed sequentially, 
then revisited, refined, renamed, building codes within the case and then across the 
cases. Coded data was then sorted into broader categories and the broader category 
was given a title or theme that aimed to capture the essence of the content. Data and 
coding were continuously reflected on in line with the research questions and literature.  
Due to the large volume of data accumulating with each interview (some interviews had 
a wordcount of 20,000 words), I adopted the use Atlas Ti 8.4.2 to manage the coding 
and interpretation. The programme was helpful in highlighting selected narratives along 
with the codes and descriptors, and commentary that demonstrated complimentary 
experiences of participants and contrasting experiences or views. I utilised all of the 
data (interviews and field observations) to explain the differences. I explored content 
that reflected the patients voice as a whole, the carers as a whole and the HCPs as a 
whole and then as one case and then across the cases. This assisted in discussions with 
supervisors, my writing, reflexivity and comparison with previous work published in the 
field.   
I reviewed the data with coding and without coding, the latter to identify emerging 
themes without losing connections. Many cycles were repeated to develop my 
understanding of the data and meaning intended. To assist in identifying new insights 
into the phenomena being studied new codes and new and unexpected themes led to 
new literature searches.  
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Meetings with supervisors were invaluable and took place repeatedly throughout the 
coding of the data and analysis. Both supervisors coded sections of the transcriptions 
early in the analysis to compare and discuss interpretation of the data.  One supervisor 
coded in full several transcriptions to further compare coding and our understanding of 
the narratives. The meetings with my supervisors were reflective in nature and provided 
an opportunity to study the codes, critique the analysis and meaning and begin to 
develop the themes and sub-themes. Together with my supervisors we explored what 
we believed a narrative was saying, what we were interpreting from it, to whom we felt 
the narrative was directed and if there was anything hidden within the narrative. 
Definitions and meanings became sharper when the differences in the use of codes 
were discussed. This inevitably resulted in codes that best fitted the section of text.  
A framework from the initial coding in the first round of familiarisation is included in 
appendices (appendix 9, pages 193 - 195). Following numerous iterations, this was 
replaced with emergent themes and sub-themes. 
4.15 Deriving meaning from the data  
By cross referencing comparing and questioning the transcribed data, I began to feel it 
was possible to begin to make inferences and explanations. After I completed initial 
coding of the interviews, I returned to the transcripts, immersing myself once again in 
the words and their inferred meaning. I drew diagrams and flow charts to represent 
potential frameworks and connections. As some of the interviews were an hour’s 
duration and transcripts exceeded 20,000 words, I also produced written descriptive 
summaries of the cases to capture the overall messages and initial meanings.  
The fieldnotes were also referred to repeatedly in the process of analysis to remind me 
of the setting and the atmosphere of the environment in which the interviews took 
place which were primarily in patients and carers home settings or the workplace where 
the healthcare professionals worked. Being so familiar with the interviews I was at 
times transferred back to the moment at which the interview took place, this enhanced 
my understanding of the feelings I felt the words evoked in the storyteller. 
 
The process of analysing the rich data aimed to draw out themes and sub-themes which 
pointed to a more latent level of meaning. At times, I struggled with this process, feeling 
overwhelmed with the data, at such times the descriptive summaries and replaying the 
audio-recording helped me re-focus on what each case was telling me. I found the 
guidance from Richard’s textbook (2015) on handling qualitative data helpful in 
providing a more structured approach to the process. Elliott’s guide on the coding 
process (Elliott, 2018) was published in the latter stages of my analysis and I found this 
an invaluable and instructive guide to make sense of the ‘semantic mire’ that Elliott 
refers to in the search for precision and clarity in method. Of greatest value was 
spending considerable time writing and reflecting followed by discussions with 
supervisors and colleagues who questioned my thinking. Whilst I found the discussions 
challenging and uncomfortable at times, the process helped me distil my thoughts. As I 
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began to write about the meaning of the data I found I relabelled sections of data, 
modifying the codes and categories to give a more symbolic meaning (Miles, Huberman 
and Saldana 2014, p 71).  
With repeated cycles of coding, re-coding, deriving meaning and analysing the data, 
salient points rose to the surface. To provide an example, David’s wife described how 
the children ‘took daddy breakfast in bed’ by placing his tube feeding equipment and 
feed on a tray, covered with a tea towel and took it to their father’s room before 
leaving for school. At first reading this seems like a thoughtful gesture by the children, 
but as I analysed the transcripts of all the participants in David’s case, I realised this 
gesture carried considerable meaning: it reflected the impact of the cancer in disrupting 
family life, the inability for David to eat which brought a sense of loss but also 
represented adaptation by family members that facilitated the move towards a ‘new 
norm’.  
Over time and through the cycles of analysis, some codes became redundant as overlap 
was identified, and new ones emerged. As noted by Richards (2015), codes also 
changed with the higher level of thinking. I refined my coding to allow condensation of 
data, as Miles and colleagues highlight in their text (Miles, Huberman and Saldana, 
2014, p.73), this also facilitated the process towards discovery of meaning. As the 
analytical process progressed, I was able to group codes under new headings that 
became the themes and sub-themes. With time and considerable reflection, the themes 
became more solid and I felt more confident that they portrayed the meaning behind 
the participant’s stories in their own right. 
In the final stages of analysis, I undertook a further review of the literature to check 
whether concepts were new or built on existing theoretical ideas (Boyatzis, 1998). I was 
able to conclude that the data offered a mixture of established themes but also rich, 
new themes.  
Concluding remarks 
In this chapter I have provided a detailed account of the methods used and how data 
was managed and analysed. I have attempted to describe in detail the approach to 
provide a clear understanding of how the analysis was undertaken. I believe the 
strategies used to analyse the data, coupled with a reflexive approach and a conscious 
recognition of my own strengths and limitations led to the discovery of new insights 
that are valuable and trustworthy. 
In the next chapter I introduce the patients who participated, the carers and healthcare 
professionals they nominated and introduce the initial findings relating to the meaning 
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5.1. Introduction  
In this chapter I introduce the patient participants and the carers and healthcare 
professionals that the patients chose to nominate for inclusion in the research. I start 
with an introduction to the patients to assist the reader in gaining a sense of who the 
patient is, their character, situation and the involvement of those around them.  The 
vignette is intended to act as an anchor point for the reading of subsequent analyses. 
The chapter also explores the meaning of food and diet before cancer. Throughout the 
results section, narratives from participants are indicated in italics and in quotation 
marks. 
5.2 Introduction to the cases - patient participants and the carers and health care 
professionals the patients chose to nominate for inclusion in the study. 
5.2.1. Case one - David 
David was a 54-year-old night-time security guard. He lived with his wife Susan and 2 
children, a son aged 9 years and a daughter aged 6 years. 
David was diagnosed with carcinoma of the tonsil. He had smoked for many years. 
Surgery was not an option, so he received radiotherapy and chemotherapy in an 
attempt to eradicate the cancer. The cancer recurred infiltrating the base of the tongue, 
tonsil and on a subsequent scan he was found to have lung secondaries. The tumours 
were considered unresponsive to radiotherapy and chemotherapy and David was 
informed his condition was incurable and any further treatment would be palliative. 
David was referred to the Hospice for ongoing support. David’s interview took place 2 
years after his cancer was diagnosed. 
David embraced the opportunities to engage in the activities offered by the Hospice. As 
a family man he was very involved with his young children even during the periods 
when he was unwell.  
David nominated his wife, the hospital dietitian (hospital A) and a palliative care 
multidisciplinary (MDT) assistant to be interviewed, all of whom were, or had been, 
involved with his care. 
5.2.2. Case two - Martha 
Martha was an 83-year-old lady who lived in the annex of the property occupied by her 
daughter and son-in-law. Martha’s own husband had died from cancer 20 years prior. 
Martha was diagnosed with cancer of the bowel in her late 70’s. The tumour was 
surgically excised. Martha had 2 cycles of chemotherapy following surgery which she 
found challenging due to the symptoms and side effects that arose. Once recovered 
from the surgery and chemotherapy, Martha enjoyed good health for several years. 
Cancer of the pancreas (a possible secondary from the primary in the colon) was 
diagnosed when she was 82 years of age. Surgical removal was not an option and 
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Martha’s condition was deemed palliative. Previous medical history included a 
cholecystectomy (removal of her gall bladder) performed in her 60’s and a history of 
hypertension.  
Martha had swum several times a week throughout her life to keep fit. After her 
husband died Martha’s social life very much revolved around swimming and she often 
enjoyed a lunch out with her swim ‘buddies’ after a swimming session. 
Martha nominated her daughter, a hospital dietitian (hospital B) and a palliative care 
nurse specialist from the Hospice, to be interviewed.  
5.2.3 Case three - George 
George was a 71-year old gentleman who had worked for much of his career in the 
drinks industry. The nature of his work and the environment meant there was a 
considerable amount of socialising and entertaining in his working life. After retiring 
from the drinks industry in his 60’s, George set up a home refurbishing business. He was 
also a musician, song writer and played in a local band. George had divorced from his 
wife when their two children left home, the separation was amicable, but George saw 
little of his ex-wife after the separation except for family gatherings. George’s 2 children 
were now in their 40’s. Although George lived alone his daughter and her family lived 
locally.  
George had a zest for life, a large circle of friends and the entertainment that had been 
a part of his career in the drinks industry had spilled into his home life where he 
enjoyed entertaining and cooking lunches and dinners for friends and family. He played 
golf several times a week and his social life revolved around the golf and meals with 
golfing friends. 
George had a malignant melanoma diagnosed and removed from his upper back when 
he was 67 years old. 3 years later brain metastases were identified on a CT scan and an 
MRI scan. The brain tumours were treated with stereotactic radiotherapy and George 
commenced immunotherapy. Steroids were prescribed for a period of several weeks to 
reduce the inflammation post-stereotactic radiotherapy. George experienced recurrent 
disease a year later and was referred to the Hospice team for palliative support whilst 
continuing treatment at the acute hospital to contain the disease. 
George chose not to nominate a family member or friend to participate. He explained 
that whilst he had a daughter nearby and a close group of friends that were aware of his 
health issues and from whom he drew support, he did not wish for them to be 
approached. His wish as respected. He nominated a Physiotherapist and a 




5.2.4. Case Four – Tom 
Tom was a 76-year old male with lung cancer. Tom had worked all his life as a 
maintenance engineer. Despite being in his 70’s he had only recently retired. He lived 
with his second wife with whom had had a son and daughter. Prior to Tom’s cancer they 
enjoyed an active social life which usually centred on having friends to lunch and dinner 
in their home.  
Tom’s previous medical history included a cholecystectomy performed in his early 40’s. 
Tom was diagnosed with a squamous cell carcinoma of the lung when he was 74 years 
of age and myeloma was diagnosed when he was 75 years of age. He had 6 cycles of 
chemotherapy with mixed response and radiotherapy. A 2nd line of chemotherapy was 
started but had to be discontinued when Tom developed sepsis.  
Their daughter lived in a nearby town and both Tom and his wife were involved with 
their children’s lives and grandchildren deriving much pleasure from their company.  
Tom chose to nominate his wife and a multidisciplinary team assistant from the Hospice 
to participate. Tom did not nominate another healthcare professional as the nurse from 
the hospital, who he would have chosen to participate in the case study research, had 
left her post. 
5.3 The meaning of food - patient and carer views 
This initial results section reports on the first phase of the interview relating to 
participants’ views of diet, food related activities and factors they felt influenced dietary 
choice before the diagnosis of cancer.  
I considered it crucial to understand from the patient’s and carer’s perspective why they 
ate, what they ate and how they ate before the cancer, to understand what a normal 
eating behaviour before cancer might be and better appreciate any adaptive eating and 
changes in behaviour that arose during the palliative phase. 
The data was captured in the initial phase of the interview with an introductory 
question which served two purposes; the first to create the space for the participant 
and myself to come to ease with each other and secondly allowed me to gain insights 
into daily life, routines, motives with regards to eating, dietary habits and choices 
before the cancer diagnosis. Although the findings from the initial questions in the 
interviews are not central to the final focus of my thesis, their significance enabled me 
to contextualise the findings that arose during the later stages of the interviews and 
assisted me in determining where the emphasis was best placed.  
Motives and factors relating to the role of diet, food choices and habits were grouped 
under several sub-themes common across the data which included body weight, health, 
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social interactions and family routines, memorable occasions. These sub-themes are 
presented in the following section. 
5.4 Body weight 
A key element for all patient participants and nominated carers was that of body weight 
as a governing factor in determining dietary choices and habits in health. All 3 male 
patients referred to having freedom of choice, being able to eat what they wanted 
when they wanted, as their weight remained consistent and normal for them pre-
cancer. 
George - ‘I could eat what I like before anything happened. I was lucky in that I never put 
on a lot of weight if I ate too much. I never went on a diet. I would choose to eat 
anything that took my fancy and I never had any dietary problems at all that I could 
recollect’.  
Martha recalled that prior to a palliative diagnosis, her dietary habits had, like the male 
participants, focussed on weight but in contrast to the male participants, Martha had to 
be more controlling about what she ate to avoid undesirable weight gain and keep at a 
weight she felt comfortable at “I have always been careful about what I eat and I have 
always tried to eat healthily with lots of fruit and vegetables and I don't like fatty, rich 
food.  I used to swim nearly every day to keep fit and watch my weight and saw my diet 
being a part of all of that’. 
5.5 Health as a factor determining and influencing choice  
Although all 3 male patient participants felt they could eat freely in the absence of 
weight problems, it was evident that their partners (wives) exerted influence on the 
food choices to encourage a more healthy-balanced diet. 
Although David’s wife was a classroom assistant at their children’s school she had 
trained and worked as a chef. David revealed how his wife had influenced his food 
choice after they met with his diet changing ‘for the better’. David described how his 
wife introduced him to a new range of foods ‘I had no choice really as my Mrs. would 
cook the meal and say this is what you have to eat, take it or leave it.’ David’s recall was 
similarly recounted by his wife: ‘healthy stuff was never high on his agenda; it was much 
higher on my agenda than it was on his! (laughter)’. 
Both David and his wife declared their feelings regarding a shared responsibility to set a 
good example to their children to make healthy food choices ‘we all tried to eat a 
healthy diet. And I suppose encourage the children they had to try everything…… 
anything on their plate they had to try’ (David). 
In his 40’s, David developed diabetes, this too began to influence his food choices and 
his wife gently encouraged David to adapt his eating habits and food choices to manage 
his diabetes. David also highlighted how his job as a security officer warranted a high 
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energy intake and was physically demanding ‘I am diabetic, so I had that to take that 
into account….I had to be in good health because the job demanded it.  On my patrols I 
walked 6 or 7 miles every night on a 12-hour shift’. David’s description of his former self 
(pre-cancer) ‘of great stature in a very physical job’, becomes more apparent later in his 
interview when we explore his attitudes and experience in relation to his body weight 
during and beyond the treatment for cancer. 
Tom’s wife’s desire to eat a healthy diet appeared driven in part by her own avoidance 
of undesirable weight gain ‘I’ve only got to look at a bar of chocolate and I put on 
weight so easily’. She expressed envy in Tom being able to eat anything and everything 
‘I felt he was so lucky. I guess he had a physical job and he was always on the go…I was 
quite envious of him really as to what he could eat’. Before the cancer diagnosis Tom’s 
wife spent years encouraging Tom to adopt healthier eating habits ‘When I first met my 
husband he was on full cream milk, I cut him down to half cream….before all this 
happened (cancer) I was very strict about diet… not too many fried foods, well not 
before his illness, chips once a week, yes I allowed them once a week! I guess he might 
have told you that!? (laughs)….and we made sure we had plenty of fish’.  
In light of family health problems, Martha’s daughter, who prepared her mother’s main 
meals each day, had adjusted the family meals over time. This was first triggered as a 
result of her husband having bowel cancer (survived). She took steps to improve the 
family meals ‘I’ve cut out processed pretty much completely, don't buy that anymore cos 
I think, well I think a little of what you fancy does you good… we all know what’s bad for 
us ….but they do sometimes taste the best but yes, I do think it is important. We try to 
have plenty of fibre and stuff ‘cos with bowel problems in the family, because my 
grandmother had bowel cancer too, so you know, we’ve tried to eat a healthy diet’ 
Meals prepared by Martha’s daughter were not the only factor influencing Martha’s 
food choices. During a period on blood pressure medication, Martha had experienced 
profound loss of taste. A previous cholecystectomy (removal of gall bladder) had also 
influenced Martha’s food choices in her 30’s as she became intolerant of fatty foods 
after the operation. 
Eating as natural a diet as possible was cited as an influencing factor for choice and 
meal preparation by Martha’s daughter who placed an emphasis on the use of ‘natural 
foods’ as a result of a strong family history of bowel cancer ‘I’ve cut out processed pretty 
much completely ….and we try to have plenty of fibre and stuff ‘cos with bowel problems 
in the family……so you know we’ve tried to eat a healthy diet. I’d rather have a bit of 
sugar than all this ruddy chemicals they put in everything’  
5.6 Food as a uniting feature in daily life  
Cooking, shopping and meal preparation became a shared task for David and his wife 
when the children arrived. David and his wife saw meal-times as an opportunity to bring 
the family together: 
 57 
‘I loved my food, I loved eating and it was always a focus for our family, we’d always sit 
around the table together when we could, right from day one when the children arrived, 
the minute they were born really’. This habit dated back even to the time the children 
were in highchairs, ‘even when they were eating slop as toddlers’ (David) 
Eating out was rare for David and his family due to limited finances but David described 
how they would sometimes enjoy a fast-food takeaway such as pizza as a treat. David 
reflected on these occasions as ‘happy times’, describing how such occasions arose 
more often on their family holidays. He spoke about them with considerable sentiment 
in his tone. 
Both David and his wife described the family meals were not only a time for the family 
to be together but also viewed them as an opportunity to shape and influence their 
children’s food choices and help them develop good dietary habits, an example 
provided was encouraging the children to eat vegetables by setting the example as 
parents.  
Eating together was not always possible due to David’s shifts so on occasion David’s 
meal would be set aside to him to consume at his leisure after a night-shift. The family 
therefore had experience of disrupted meal patterns which plays a part later in 
contributing towards David’s coping strategies in the palliative phase. 
Tom’s wife described how their social life revolved around dining with friends and 
family ‘I loved having people round to dinner, you know it was the thing I did.  And I 
loved baking cakes too’. 
As a result of George’s principal career in the drinks industry he was very accustomed to 
entertaining ‘we had a large social circle because of my occupation, there were lots of 
dinners in the evenings, …with or without my partner’  
Martha’s daughter referred to her mother never being a huge fan of eating out as she 
was a ‘fussy eater’ but recognised the considerable role lunch played in her mother’s 
social life. Having cared for three generations of her family including her parents, her 
own partner and her own children Martha’s daughter made specific reference to 
changing dietary habits amongst generations; how the post war generation would be 
expected to finish everything on their plate but that in a society of plentiful and with so 
many overweight, this is not now to be encouraged. This bears relevance when her 
mother’s appetite diminishes and food is wasted. ‘I think that’s a generational thing, 
‘cos waste was you know, that wasn’t done by our parents post war era’.  
5.7 Memories  
The taste, smell, and texture of food can be extraordinarily evocative, it can create 
memories not just of eating the food itself but also of the place and setting. A quote 
from George’s narrative illustrates how the role of food exceeds beyond the provision 
of nutrients and captures the powerful effect of food as a stimulus for deeper memories  
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‘Food is not just a fuel is it? I remember having a meal in a hotel in a castle in Scotland, I 
had this huge room, 4 poster bed, it was bloody freezing, don’t think there was any 
heating. Venison was on the menu. I had never had venison. I had venison, I think they 
had literally just slaughtered it, it was so fresh. It was so fresh, so tasty, so flavoured. 
And when food tastes good it is very memorable…..I think with food it is all about those 
little memories tied in with it, why you enjoy food and why you enjoy life.  Those events 
are very important’. 
5.8 The meaning of food - views of Healthcare Professionals (HCPs)  
In contrast to patients, HCPs placed equal emphasis on dietary choices to maintain a 
healthy body weight but also the importance of dietary choices in preventing disease 
and avoiding conditions such as heart disease and diabetes. All acknowledged the 
pleasure associated with food.  
Attitudes were consistent with regards to combining the goal of eating healthily and the 
pleasure associated with food, ‘maintaining a reasonable weight and not overindulging 
but acknowledging food is there to enjoy’ (George’s Physiotherapist) 
Several HCPs acknowledged the difficulties in putting this into practice: 
Tom’s MDT assistant: 
‘I am aware how important diet is for good health, you know for reducing the risk of 
cardiac disease, reducing the risk of cancer, you know all the diseases, and so it’s really 
important to try and eat a well-balanced nutritious diet’. 
Martha’s specialist nurse who struggled with her own weight, expressed how difficult it 
can be to follow healthy eating guidelines: ‘I know how important diet is with regards to 
health, it might not be something I personally take on-board but I am aware about how 
important diet is for reducing the risk of cardiac disease, reducing the risk of cancer, you 
know all the diseases, and so it’s really important to try and eat a well-balanced 
nutritious diet. I think lots of the public know how important that is but it’s actually 
following that through and making those healthy choices I think which is what I think 
can be difficult for lots of people to do’. 
5.9 Reflections on the findings: 
Few would contest that food possesses and serves multifunctional purposes; providing 
nutrients for physiological functioning but playing a central feature in relation to our 
activities and routines.  In the pre-cancer phase, all patients and carers described 
situations which demonstrated how food activities connected them to people and 
places, had meaning in the way they expressed themselves as individuals or with their 
families, and acted as a social vehicle, features captured in a systematic review in 
similarly aged subjects by Plastow and colleagues (2015).  
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The role of food and its link to cultural heritage and food habits was evident amongst 
participants even down to details such as what food groups one should eat and whether 
you should eat all of the food on your plate (a factor that varies across the globe and 
might be generational).  
Factors influencing our dietary habits, food choices and routines are well reported in 
the literature in health including the influence of our partners (Bove et al, 2003), how 
we influence our children, what motivates us to make healthy choices (Renner, 2012) 
and how choices may not be made on the premise of avoiding ill-health but change 
when we have ill-health. Across the board participants demonstrated the range of social 
norms, how they viewed food, along with motives for eating what they did and the 
environment in which they created or chose to eat.    
It was interesting to observe that appetite and satiety (the feeling of satisfaction after 
eating) did not feature in the narratives relating to diet before cancer diagnosis. This is 
perhaps because hunger as a means of triggering eating may play less of a role when 
food is plentiful and appetite normal.  
A key differentiating feature in the views of the healthcare professionals and the views 
amongst the patients and carers was the greater emphasis placed on food choices to 
preserve health and avoid disease amongst the healthcare professionals, whereas 
amongst patients and carers the focus was on modifying food choice only if weight or 
health became a problem. 
The attention on body weight by all patients and carers in influencing dietary choices 
and attitudes to diet before cancer is particularly worthy of mention as it may have a 
bearing on an individual’s interpretation of weight during illness and treatment. 
Historically in the Hospice setting and as reflected in the palliative care literature 
(Hopkinson 20o6a, 2006b, 2010, Cooper et al 2015, Czerwinska et al, 2013), 
practitioners in palliative care often choose not to weigh patients and shy away from 
talking about weight because it is viewed as something they feel they cannot do 
anything about, particularly for those cancer cachexia. As all participants focused on 
weight in health, failing to engage on matters pertaining to body weight, even in the 
absence of being able to treat this feature in palliative care, may fail to address the 
degree of concern that patients and carers develop regarding their weight during their 
palliative journey and cancer treatment. I revisit the topic of weight later when the 
patient’s association between weight and the ability to eat becomes relevant in relation 
to physicality, strength, function and survivorship. 
Whilst participants did not specifically refer to identity, food and its associated activities 
played a part in creating a sense of identity and for some, a sense of self and purpose. 
Plastow (2015) describes identity and the maintenance of identity as a ‘person’s ability 




This chapter has focused on the meaning of food and diet in health. The next chapter 
explores the impact of the cancer and associated symptoms on diet and everyday living 
as experienced by the patient and family members. As will become evident in the next 
chapter, food and food-related activities, weight, physicality and function and the sense 
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6.1 Introduction  
The first section of this chapter summarises the diet-related issues experienced by the 
patient participants throughout their cancer journey, the breadth of which illustrates 
the complex nature of diet-related issues. I then explore how the disruption and 
distortion (a key theme), altered the meaning of food for patients, carers and family 
members. 
6.2 The complexity of diet 
The patient cases selected for this study were purposively sampled to include a diverse 
range of cancers - head and neck, brain, gastrointestinal and lung - in whom a variety of 
nutrition and diet-related problems were anticipated. 
6.2.1 Table 1 summarises the patient demographics and cancer types, carer and HCP 
participant information and the diet-related issues experienced by the patients 
participating. The range of symptoms that were experienced were broad ranging and 
illustrate the complex nature of diet-related issues which can occur in tandem or 
singularly.  
Table 1 - Participant information and diet-related issues experienced by patients 
participating is summarised in table 1. 
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x x x x 
Chewing 
difficulties 
x    
Swallowing 
difficulties  
x  x  
Dry mouth x    
Nausea x x   
Early satiety x x x x 
Taste changes  x x  x 
Food aversion x x x x 
Diarrhoea  x  x 
Constipation     x 
Unintentional 
weight loss 
x x x x 
Fatigue  x x x x 
Intentional 
weight gain  
x  x x 
 
Even though some of the symptoms had occurred in the past and not at the time the 
interviews were undertaken, recounting the experience provoked strong memories 
reflecting the significant impact that diet-related issues had on everyday living. Patients 
were able to recount their sequence of diet-related issues and how symptoms and 
dietary intake was affected over time. Although it was not possible to capture the exact 
time period, Table 2 illustrates how some issues occurred in tandem whilst others in 
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isolation. Each column represents a period of time. The multidimensional issues 
experienced, illustrate the complex challenges that patients and carers faced in 
everyday living.  
6.2.2. Table 2 illustrates the issues on a time continuum to illustrate the duration, those 
grouped together in the same column for the patient occurred at the same time. 
Time continuum  
 












































weight loss  
Anorexia 
Poor appetite. 


































What was evident from the patient narratives was the dynamic nature of diet-related 
issues over time. Such changes necessitated the need for dietary changes, further 
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adaptations, more knowledge and the need to continually seek and have access to 
further advice on managing the issues. The nature of the symptoms has implications for 
practice as they create the need for healthcare professionals to be astute and tuned in 
to the dynamic nature and the need to adjust advice and care according to the 
presentation of symptoms and issues as they arise. Rarely a ‘one off’ they triggered 
dietary adjustments and coping strategies at various time points across the trajectory of 
care. 
In the next section I explore the impact of diet-related issues on patients and carers and 
carers  
6.3. Disruption and distortion - The altered meaning of food and preservation of self 
The previous section has illustrated how the patients participating in this study 
experienced symptoms and the complex nature of the diet-related issues. In this next 
section I explore in further detail, the patient and carer experience of the diet-related 
issues including inter-relationships. What unfolds from the combined analysis of patient 
and nominated carers, is how diet-related issues disrupt and distort the meaning of 
food, the mealtime experience, routines, physical function and socialisation amongst 
patients and family members.  
6.3.1 Weight matters 
With up to 80% of patients with advanced cancer experiencing unintentional weight 
loss, weight is cited as a key concern to patients and carers and a measure that carries 
meaning to both (Cooper et al., 2015, Hopkinson et al., 2018).  
All patients recalled marked shifts in body weight that had arisen at various points in 
their palliative journey. Weight changes were not permanent and weight loss was at 
times regained contrary to the views of HCPs the patients came into contact with. The 
extent to how much weight mattered to patients was influenced by the stage of the 
disease, individual circumstances, the extent to which it affected physical functioning 
and their experience of illness as witnessed in significant others in their lives. 
Whereas pre-cancer, the majority of patient participants did not have any concerns 
about their weight and were thankful that they did not have to worry about undesirable 
weight gain associated with overeating, it took on a new meaning with the diagnosis of 
cancer.  
As Hopkinson and colleagues observed (Hopkinson et al, 2006) retaining weight, being a 
normal weight and being able to regain any weight lost was associated with 




6.3.2 Preoccupation with weight   
Several participants – patients and carers - drew on experiences of family members 
losing weight when they had cancer which related to proximity to death: 
David ‘I watched my Uncle waste away to a shadow of his former self at which time 
death came quickly. He became a bag of bones, I remember I could lift him in my arms’.  
as well as other patients whom they met along the treatment journey who  
‘wasted away quickly in the last few weeks of life.’ 
For Martha and her daughter, lack of eating was reminiscent of previous experience 
with Martha’s husband only eating a few mouthfuls in the last few weeks of life, 
reinforcing beliefs that food intake drops dramatically as death approaches.  
Thus this study emanates the findings by previous research in this field (Hopkinson et 
al., 2013, Cooper et al., 2015) that concern is driven by a belief that weight loss reflects 
the cancer taking a hold and proximity to death.  
Weight clearly became a preoccupation for several of the patients and their family 
members. That rationale varied and was linked to survivorship, tolerance to treatment 
and physicality. 
Weight was perceived as a sign of wellness and normality by patients and family 
members  
‘I was very worried. My weight had gone up with the steroids, so I wasn’t unhappy to 
see it coming off to begin with but after a week and a half when it was coming off, I was 
really worried….my daughter noticed too’.(George) 
At a time when George’s oral intake of food was considerably challenged and he was 
relying on liquids only, the loss of weight was a driver (motivator) to prompt George to 
make dietary changes:  
‘As soon as it got to the stage where I was standing on the scales and tightening my 
belt, I thought I am not having this’. George took matters in hand.  
David’s wife described David’s monitoring of his weight obsessional:  
‘David used to weigh himself once a week, he was like a Slimming World addict in 
reverse, he even got a weight loss app (laughs). 
She noticed a step change in David’s mood and a renewed positivity, when he began to 
gain weight 
‘ you usually get upset when you gain weight whereas we were ‘oh my you’ve put 
weight on !! and we were like yeeees!! and the app was nooooo!!!’  
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Weight and the ability to eat was also used as a barometer by patients and family 
members, to indicate recurrence or remission of the cancer: 
David ‘Putting the weight on has made me feel a lot more positive, I now feel I can fight 
it (the cancer) for longer’ 
Equally a degree of pragmatism was apparent as expressed by George who 
acknowledged that the absence of weight loss might raise false hopes: 
‘I get a bit twitchy about being too reassured when I am eating and keeping my weight 
on because it (the cancer) might grow and bite me in the bum’. 
David expressed a wish to die of cancer and not the starvation he had observed in other 
family members and patients and to David good nutrition meant he had a better chance 
of fighting the cancer: 
‘there’s a 90% chance that the cancer is going to win but I’m going to fight it all the way 
and I can only do that with proper nutrition’. 
6.3.3 Weight and tolerance to treatment  
Several patients were aware that their weight was remarked upon when it potentially 
impacted on tolerance to treatment but in contrast then experienced a lack of 
acknowledgement by healthcare staff of issues contributing or pertaining to weight. 
George recounted a conversation with his Oncologist about him keeping strong: 
‘I need you strong for when we start the drug trial and I said ‘well I am not feeling very 
strong at the moment as I have lost a stone or more in weight very rapidly. I said I felt 
like death warmed up and the Oncologist seemed genuinely concerned’. 
George was surprised though that having raised weight loss as an issue this concern was 
not followed up with advice on how he might eat to be strong:  
‘nothing was ever said like you need to build up with any specific dietary plan, it was just 
a case of if you can eat now, then eat. It was days before I could make myself a 
sandwich or manage toast or milk and things like that. I did start to get back to my 
normal weight. It was very gradual though’.  
The rate of weight loss, changes in weight, whether it was intentional or unintentional 
were of concern to patients and family members alike, the relevance of which related to 
wellness, living and surviving. The lack of advice in response to patient’s concerns 
relating to weight, weight loss and lack of strength, resonate with Amano’s findings 
(2016, 2018) regarding the considerable concern and frustration experienced by 
patients when credible strategies that prevent weight loss remain absent.  
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6.3.4 What weight was normal?  
It was evident that discrepancies arose in what patients considered was a normal 
weight for themselves and what HCPs viewed as normal or realistic. Considerable 
frustration was evident in David’s recall of the experience in which he felt the 
healthcare team failed to acknowledge his weight goal whilst being tube fed. As a 
former security guard of large stature, David felt the healthcare team in the hospital 
failed to grasp the importance of his desire to be a weight closer to his pre-cancer 
weight.  
 ‘I didn’t want to be eight stone I wanted to get back to the 13 stone that I was’. 
David’s wife described the ‘battle’ in convincing the healthcare team in the hospital that 
David was not receiving a sufficient quantity of feed via his gastrostomy tube ‘If he is sat 
on his bum doing nothing and all he is doing is having this stuff pumped in and he is still 
losing weight then he surely has not got enough Calories. I am assuming that other 
people just accept that and go along with it and don’t understand that and don’t 
question it’.  
Reviewing David’s case notes it was evident that he was not cachectic and therefore 
weight gain could have been an achievable goal. David described how he felt the 
hospital were totally unsupportive of his views on weight and what they felt was 
achievable. 
As it transpired David proved to himself weight gain was possible when he took it upon 
himself to administer more feed, over and above what the hospital staff had 
recommended  
David- “They gave me a 1500 ml bag of feed; I was supposed to take 1200 mls a day and 
throw the rest away. I thought I’m not going to do that! I am going to take the whole 
lot, even though it was more Calories. I did it off my own back! I took more feed than 
they suggested and I started to gain weight’.  
Despite the inconvenience and adversity associated with tube feeding, the absence of 
oral intake and the time taken to feed, David viewed the weight gain as a positive 
reward, and whilst tube feeding is ‘not normal’, achieving a weight that was closer to 
normal brought a considerable sense of achievement and renewed confidence.  
David –‘Adapting my feed made a big difference, gaining weight made a big difference. 
Once you understand what’s going on and you are given information you can make an 
informed choice’.  
When asked if he could explain why the HCPs failed to take note of his own weight goal, 
David felt the healthcare team at the hospital set the amount of feed to maintain his 
weight rather than achieve a weight closer to his pre-cancer weight. Further 
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questioning by the healthcare team to gain insights into David’s perception of what was 
a normal body weight for him, would have revealed that the weight target set was not 
acceptable to him.  
What was evident from David’s narrative was that his diminished physique not only 
added to a sense of loss in being too weak to work but reminded him of the imagery of 
watching his Uncle die of starvation. These experiences acted as a driver for David to 
want to turn his weight around and gain weight even though he felt it went against 
what he was being told at the hospital ‘The impression I was given from the hospital was 
that I would continue to lose weight till I’m dead basically that was my conclusion at the 
time that I would lose weight until I was dead!’  
When David gained weight, he felt he had ‘proved them wrong’ at the hospital. It 
proved to David that his goal to gain weight was not a false hope and despite being 
given a short prognosis of several months, David went on to live in the palliative phase 
of care for a further 18 months. For David the return to a weight closer to his pre-illness 
weight was viewed as a return closer to normality and a degree of recovery, ‘beating 
the cancer’ if not cure and not dying of starvation but dying inevitably of the cancer. 
Given the short prognosis it may be that the healthcare team had set low expectations 
for weight gain as they thought he was cachectic even though nothing in his blood 
results pointed towards that suspicion.  
Whilst David and George showed a determination to gain weight, the degree of concern 
associated with weight loss did vary amongst participants and varied over time. Martha 
appeared less bothered by what she weighed on the scales but this could perhaps be 
explained by always striving throughout her life to keep her weight down. Tom’s wife 
was particularly concerned by the rate of loss in treatment whereas Tom seemed less 
concerned.  
Historically in palliative care the likelihood of weight gain was always thought 
impossible. In the past decade there has been a shift in our understanding that weight 
can be preserved and possibly gained in the early to mid-palliative phase of cancer 
(Arends et al, 2017). The literature has indicated that in determining goals with regard 
to whether weight gain or maintenance is possible, is the need to ascertain whether the 
patient is cachectic or not. What we might learn from the patient-carer experience in 
this study is that although all patients participating were palliative, cachexia was only 
present in one patient at the time of the interviews and the importance of 
understanding what weight the patient views as desirable and what concerns or 
anxieties may be arising amongst the patient or carer in relation to weight are of critical 
importance to patients and their carers. Only in doing this can we endeavour to meet or 
manage patients and carers expectations relating to weight maintenance, weight gain 
or prevention of loss of weight and jointly work on what is realistic and achievable.  
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6.3.5 Weight loss, weakness and disrupted function  
Amongst patients and carers, the relevance of weight was not confined to beating the 
cancer, surviving or what was noted on the weighing scales but was also viewed as 
relevant to strength and function: 
George: ‘the weight loss can have a real impact, mine was very physical’ 
A desire to be able to consume (in the case of carers encourage), sufficient intake to 
maintain strength to continue with everyday activities was associated with maintaining 
a degree of normality mirroring life pre-cancer.   
For David and George, restoration of weight closer to what was normal for them, was 
important for enabling activity ‘because I got the weight on I can now do the exercise’ 
(David).  
Although Martha did not appear too bothered that her ‘weight has probably gone down 
about 4, 4 ½ stone altogether’ as it was remarked on very non-chalantly, (despite it 
representing a very clinically significant 30% weight loss over 10 months) Martha was 
very conscious that the loss of weight had had a marked effect on function, dented her 
confidence and her ability to be independent outside of her home and engage with 
friends 
‘I’m getting a bit shaky and unsteady. I went to the hydrotherapy on Monday, you know, 
that was nice.. to get into the warm water.  And then she said to me after we had done 
the exercises, she said ‘would you like to swim?’ And I thought  ‘can I?’… you know..  you 
lose all your confidence don’t you really? I am not driving very much or anything either 
now.’   
All patients and their carers had to accept that fatigue set in rapidly at times and 
therefore had to reset the pace of life: 
Small steps were encouraged by the HCPs this included pacing oneself and setting 
realistic goals that brought with them a sense of achievement. 
George’s determination to continue to be active centred on remaining independent, to 
be able to get to his appointments, shop for provisions 
 ‘It’s only about 600 or 700 yards (to the shops and bus-stop) and I am walking pretty 
slowly, and it wears me out and I don’t feel comfortable with that, but I use it to prove 
to myself, as long as I can still get my shopping, get to a bus stop, I can then get to 
places, I use it as a goal, that to me is self-preservation’ (George). 
Tom and his wife had previously been avid walkers. Whilst Tom’s weight loss and 
fatigue hampered activity, they were encouraged by Hospice staff to go for walks and 
not to be demoralised even though they found they had to be shorter. 
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Martha and her daughter made a trip to the supermarket an outing to make up for 
Martha not being able to swim but Martha described how she found the trip 
exhausting: 
‘We might go and get the shopping and you know, have a cup of tea, but I tire very 
easily now. Even just going around the supermarket is tiring. I’ve got to find a seat as I 
am exhausted’. 
Martha sighed and sadly reflected on the fact this was ‘not how I wish to be all the 
time’. 
Whilst George remained socially active he remarked on the contrast that he had had to 
become accustomed to since having cancer and going through treatment but how this 
did not deter him from trying to keep active and engaged: 
‘last week I managed to play golf. I walked and I pulled the trolley. I was sapped but I 
don’t want to give stuff up. So, I am still trying to do DIY, my music, I still try to push the 
envelope, but I do have huge limitations, after playing golf I slept for 2 hours in the 
armchair. That would never have happened before. But I need to do those things, they’re 
really, really important’.   
For all participants, a scaling down of activities occurred. Simple activities formerly 
taken for granted, such as walking to the shops, playing a round of golf, took on a new 
meaning providing a sense of purpose and achievement, and whilst slightly 
disheartening compared to their former selves, the activities represented a degree of 
normality at a time when their worlds were disrupted and turned upside down.  
6.4 The altered food experience  
A variety of strategies were evident amongst patient participants and carers to manage 
eating problems. Solutions included adjusting the environment, modifying routines, 
creating new ways of enhancing self-worth, seeking alternative means of eating at 
social occasions.  
Perceptions of food have been shown to change considerably during cancer (Mroz et al, 
2010, Bell et al, 2009) including in advanced stages of cancer (Hopkinson, 2007). In my 
own research, diet-related issues were experienced by all patients participating.  
The impact of diet-related issues on food choice, habits and routines and their impact 
on nutritional status and weight was very individual in the way it was experienced. The 
diet-related issues were of variable duration; some were short lived, some prolonged, 
some irreversible and some overlapped. For all patient and carer participants diet-
related issues altered the food experience. 
George’s dietary issues were relatively short-lived (over several weeks) but as they were 
profound and rapid in onset, they took him by surprise: 
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‘it sort of happened in the period after my operation …I made myself a cup of tea and 
started drinking it and then thought ‘oh I don’t like this, it tastes horrible’. I put it down 
to the milk being off. I got myself some cereals, my usual Weetabix and then thought I 
don’t like, I thought the milk was off again but it didn't smell off. That was the start….I 
went to black coffee with sugar, gave up drinking tea as I don't like black tea, gave up 
eating Weetabix with milk. I started to look at alternatives, switched to a banana for 
breakfast but after a couple of days I didn’t like bananas’ (George).  
During the period that George experienced taste aversions he also developed an 
aversion to solids: ‘The issue spread and spread until I couldn't stand anything of any 
solid nature in my mouth. I was chewing it but I wanted to spit it out, I couldn’t swallow 
It and it was like all the taste molecules had disappeared’   
As there was no physiological reason to explain George’s taste aberrations and aversion 
to swallowing, the effect was assigned to a side reaction to his steroid medications. 
Although George found the food aversion very difficult, the doctors took some 
convincing to reduce his steroids, George felt this was because they were very focused 
on a standard dose and resistant to tailoring the treatment in response to George’s 
adverse consequences on taste and the food experience. George felt the Doctors had 
good reason to resist changing the therapeutic dose of steroids, they were not 
forthcoming with an explanation, George ascribed this to their focus on the treatment 
and nutrition not registering on their agenda.   
Although George was totally reliant on a liquid diet, he received minimal advice on 
dealing with the issue albeit his GP offered to prescribe some nutritional drinks. This 
was perhaps because at this time he was not regularly seeing the healthcare team for 
treatment nor had he yet been referred to the palliative care team. George effectively 
self-managed his eating issues which lasted about 4 weeks.  
George’s prompt action to deal with his weight loss shares similarities with 
Bernhardson’s study (2012) who showed that advanced cancer patients undertook 
conscious cognitive processes to increase food intake despite abolition of appetite. In 
George’s case, despite loss of pleasure in eating and reliance on a liquid diet due to an 
aversion to solids, unintentional weight loss drove George to seek solutions and take in 
enough nutrition to maintain weight from liquids: 
‘I didn’t languish at a low level for very long because I took action pretty damn 
immediately, once everyone realised the seriousness of it’ (George). 
George felt able to regain the weight quickly as result of his actions in persuading his 
consultant to reduce the dose of medication which George believed was the root cause 
of the diet-related issues. Not all patients are as forthcoming as George in their 
approach with the Doctor and not all Doctors would necessarily act on the patients’ 
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request to change drug dosage but in George’s situation his actions achieved the 
desired goal to resume solid foods and regain weight lost. 
Martha’s poor appetite had persisted for months, she was overwhelmed by even small 
portions ‘It’s as if you have just eaten an enormous Christmas meal, and you know how 
that feels …. It’s that sort of feeling but there all the time’.’ 
She was advised to ‘graze’ on small quantities of food but even a tiny biscuit made her 
feel full ‘It’s like force-feeding; it is very difficult’ (Martha).  
Whilst George was able to make a conscious effort to eat more to regain weight, this 
was not possible for Martha. A review of her notes, blood biochemistry and physical 
features suggested that at the time of interview Martha was cachectic. The importance 
of adapting advice and expectations was relevant at this point (Arends et al, 2017) but 
the advice Martha had been given was not adjusted.  
Martha was conscious that avoidance of eating meals with the rest of the family 
worried her daughter, she therefore tried to sit at the table to participate in meals to 
appease and manage her daughter’s concerns as opposed to any desire of her own to 
participate: 
‘I don’t want to worry my daughter all the time, she’s watching me all the time They like 
me to eat with them, but I don’t really want it. You have to make it look as though 
you’re eating something, hmmm’ (Martha)  
Martha expressed relief in her son in law’s actions ‘my son-in-law finishes up when I 
can’t eat’ partly relieving the pressure Martha felt to eat. 
For all the worry that Martha felt her daughter experienced, Martha’s daughter applied 
an element of rationality to assist herself in accepting the reduction in her mother’s 
intake on the basis food in our society is now frequently oversized, and it was therefore 
not surprising her mother could only manage smaller portions  
‘I think there are several portions in one now. And some people think that is a normal 
portion, but a quarter would be more than enough. So, I know mum doesn't need to eat 
huge quantities (Martha’s daughter)’.  
George experienced the inability to manage solids for only a fraction of the time David 
experienced his loss but George acknowledged the wider impact of a restricted diet and 
the absence of solids on his enjoyment of food: 
‘loss of being able to manage textures was a real issue for me, I realised that it’s really 
important, and something you maybe only notice it when you can’t manage the 
textures. Food is not just a fuel is it?’ (George). 
Tom developed severe taste changes during several cycles of chemotherapy. Whilst this 
adversely affected Tom’s pleasure in eating, Tom’s wife was more distressed by the 
 74 
effect than Tom himself. Tom’s lack of pleasure in eating the meals prepared, 
challenged her role as the principal cook, a feature that grounded their relationship. The 
issue was perhaps further compounded by their relationship and social interactions 
which were foundered on and previously revolved around entertaining their friends at 
home. Disappointment in not being responsible for, nor able to change or reinstate 
Tom’s taste was a source of frustration for Tom’s wife: 
 ‘everything I gave him was salty whether it was cereals, bread, anything, and I couldn’t 
understand it.  It was so difficult because I never put salt in anything, but he said he 
could still taste salt. And so, well then, he just didn’t eat. 
For David an inability to swallow required an altered textured diet. David rejected the 
idea of taking a pureed diet as he didn’t want to ‘eat like a baby’. He greatly missed the 
oral sensation of different textures. When able to manage liquids orally he was 
prescribed oral nutritional supplements but struggled to take them 
‘I went back to work for a while and I hardly ate anything… the drinks (sip feeds) were 
awful… I’d have a drink on the counter at work try sitting at terrestrial or night long to 
try and get through a couple on the nightshift… I’m much happier now putting it down a 
tube’.  
David therefore chose to administer more feed via his gastrostomy rather than 
consume a modified textured diet or take oral nutritional supplements. At times he 
would spend half an hour chewing a piece of solid purely to experience the texture of 
‘normal’ food. Despite adversity of tube feeding and limited oral intake, his self-directed 
weight gain achieved through ‘overfeeding’ was a positive reward for the effort taken 
and partly compensated for the inability to eat normally.  
6.5 Socialisation and isolation  
The relevance of unresolved symptoms and diet-related issues in preventing taking 
meals with others or eating out adversely affected patients and carers. 
In Martha’s case, her unpredictable loose bowels, resulted in her becoming increasingly 
housebound. The stark transition for a lady who had once swum several times a week 
and enjoyed lunch thereafter with her friends was very evident, not only from Martha 
and her daughter but from the interview with the specialist palliative care nurse.  
Martha’s case showed inextricably how bowel function adversely affected dietary 
intake. At a time that Martha’s diarrhoea was most problematic Martha ate less as that 
was the only means by which she could control the diarrhoea, she felt she had no-one 
who could advise her to do otherwise. 
‘you do feel if you don't eat or don’t drink you can control it more (the diarrhoea)’. 
Martha also commented on how isolating this felt ‘I don't know anybody else who is 
coping with it really’. 
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The diarrhoea took its toll, resulting in further weight loss, weakness and loss of 
physicality and in turn greater social isolation. Although for Martha her diarrhoea, was 
after many months, found to be due to small intestinal bacterial overgrowth and 
therefore treatable, the prolonged duration of weight loss meant she never managed to 
regain her strength to go swimming again as she moved into the later stages of cancer 
and was affected by cachexia. She felt this was a huge loss. 
Tom and his wife gave up hosting suppers with friends and eating out when Tom 
experienced his taste changes ‘We couldn’t go out for meals, well it is pointless isn’t it, 
you can’t go out when it’s like that ‘cos if we went out he would say it all tastes salty, 
you know, you’ve paid that money, you don’t want to waste it, so no’ (Tom’s wife). 
And for David, who was dependent on tube feeding and barely able to manage any 
solids or liquids during radiotherapy treatment, David initially responded by not going 
out with the family, could not sit at the dinner table at home with the family and 
withdrew from cooking meals despite having previously cooked for the children and his 
wife.  
David: ‘I couldn’t sit in the same room when the family were eating. I had to stand 
outside and have a cigarette. I couldn’t stand somebody else eating, it was very 
annoying to say the least’ 
When they took a holiday at a time David could eat no solids orally, he coped by making 
sure that he accompanied the family to the meals but would order a drink ‘that’s how I 
managed the situation and that seemed to help the kids cope too’.  
Loss of freedom and choice was evident in the swallowing difficulties which not only 
impacted on David’s ability to eat but also affected his ability to participate in family 
meals, eat outing including when on holiday. This was also true for Martha, George and 
Tom whose social opportunities were curtailed either permanently or temporarily.  
George differed in that he remained determined to engage with friends and his social 
circle regardless of what he could or couldn’t eat ‘I still went to lunch with friends …and 
I said ‘I’ve got a problem, (laughs) I can’t eat anything solid? I don’t mind what you are 
having but can I have soup?’ It was important for me to go though, it was a social thing, 
I was hell bent on going and even if that meant taking my own tin of soup and warming 
it up, I would have done so’ 
6.6 Tensions and adjustments created by diet-related issues 
Across the cases, the cancer, but also the treatment and its consequences, not only 
reduced opportunities to work and engage in social activities but also extended beyond 
the patient, leading to a loss of confidence in roles and loss of self-esteem amongst 
others.  
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Tom’s wife referred to her concerns when weight loss arose with Tom’s distorted taste 
during and after his chemotherapy. She commented that none of the staff at the 
hospital ‘seemed bothered’ when she raised her concerns about Tom’s weight loss and 
taste aberrations, she felt unheard. Being a keen cook, she found Tom’s loss of interest 
in the food she prepared demoralising, illustrating the impact of the diet-related issues 
not just on the patient but also the carer.  
Patients and carers also described the tensions between trying to eat a healthy diet 
against a tide of difficulties which prevented the patient from achieving this.  
Tom’s wife felt compromised in having to alter Tom’s diet to one that she felt was less 
healthy but understood that it was necessary to prevent further weight loss and 
improve the experience of taste: 
‘with my husband losing so much weight and nothing tasting right, I needed to make 
sure that he was getting lots of good food in him.  At one stage I was feeding him 
anything he would eat whether it was bad or not’ (Tom’s wife). 
David’s wife had previously been the driving force behind healthy eating in the family. 
She expressed an initial reluctance in having to make unhealthy choices for David, going 
against her desire to provide balanced nutrition, having to accept instead the need to 
get anything into David in an attempt to maintain body weight. She spoke about how 
she rationalised and accepted the shift away from ‘healthy’ foods during treatment as 
the chemotherapy was ‘poisoning him anyway‘. 
David’s wife also expressed her concern for the children. With David not participating in 
family meals, she felt there was one less role model at the table eating vegetables and 
the children would become ‘picky eaters’. She dismissed this in the next breath by 
putting into context against the backdrop of their father having terminal cancer 
‘in the grand scheme of things, the kids eating their vegetables pales into insignificance’.  
Martha’s daughter who had previously focused on providing her mother with simple, 
lower calorie foods to help her mother manage to ‘keep trim’ also justified a switch to 
higher calorie, higher fat foods, in them having less additives and therefore being better 
for you: 
‘You read all these low-fat labels and aspartame stuff, the weight watchers stuff and it’s 
all loaded with all these chemicals. I am convinced they do as much harm’ (Martha’s 
daughter). 
Tom’s adverse taste changes and loss of enjoyment in eating also had a detrimental 
effect on Tom’s wife’s own enjoyment and relationship with food:  
‘I didn’t want to eat in front of him when he didn’t want to eat.  When I did eat, I didn’t 
really enjoy what I was eating, I didn’t taste the food, I just ate.  And half the time I 
didn’t eat it all’  
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Alongside this with ‘everything tasting salty’ to Tom, any pleasure previously associated 
with eating out was lost so Tom and his wife stopped eating out diminishing the social 
life for both of them. 
These patient carer experiences illustrate the wider impact of diet-related issues 
adversely influencing the patient, the carer and the sphere of friends and interactions. 
Resistance to change to foods perceived ‘less healthy’ has previously been reported 
amongst patients with advanced cancer (Bernhardson et al, 2012).With public health 
messages focusing on reducing fat and sugar, recommendations to switch to high 
Calorie foods to manage weight loss may go against long term habits and be perceived 
as unacceptable. It was evident from the patients and carers interviewed in this study, 
that resetting beliefs about the need to move to use higher calorie foods created 
tensions but that patients and carers found ways to self-justify the change. 
6.7 Frustration and uncertainty 
Penrod (2007) illustrated the considerable uncertainty patients with cancer face -
uncertainty with regard to prognosis, uncertainty regarding likely response to 
treatment. With uncertainty comes doubt and in turn this can affect confidence and 
threaten one’s feelings of control. Whilst there is individual variation as to how 
uncertainty is sensed, not having information, not knowing, can be disconcerting and 
discomforting in its own rights. Here I consider how lack of access to information to diet 
issues was disconcerting for patients and carers and in turn led to frustration of the 
situation.  
David’s situation provided an example of how swallow assessments were undertaken 
and yet he remained uncertain about the texture of food that he could try;  
 “I had no face-to-face contact with anybody who could really explain it to me, I felt I 
was to do as I was told but then I wasn’t told what to do”. What David and his wife 
desired was advice on alternative texture, how they could adapt meals and what foods 
might be suitable. 
Although David’s wife had formerly worked as a chef and therefore felt she had good 
knowledge of diet, she found the need for a modified texture diet challenging, pureed 
food was tasteless and unappealing and even on a soft diet the lack of ideas were 
disappointing:  
 ‘Adapting David’s meals was a challenge and a source of frustration….pureed food was 
taseteless and unappealing. The whole bread thing was valid, it does stick in your throat, 
but maybe more advice on what you can do instead. People often have a sandwich in 
this country for lunch so providing ideas on what to have instead, ideas that would fill 
you up in place of bread, ‘cos you have to eat a lot of crackers to get the equivalent of 4 
slices of bread!’ (David’s wife) 
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Not only was information lacking but it was also conflicting. David’s experience of what 
he could eat and what staff felt he could eat conflicted. David and his wife felt that 
rather than accept David’s experience, hospital staff dismissed it.  
‘Some of the things that David couldn’t swallow were things that he really fancied so I 
would go and get it and then he would take a mouthful and sit there and go ‘I can’t get 
it down’. We’d then go to the hospital and be told ‘it's a choice thing’ errr well it’s not a 
choice is it ‘cos if there is something you really fancy and you get it in your mouth and 
you can’t swallow it then that's not a choice’ (David’s wife).  
David’s wife expressed the need for the healthcare team to acknowledge and hear the 
patient experience rather than contradict it ‘I think the one big thing is that what one 
patient can do is not abnormal because it is different, it’s not normal, but then the rest 
of life ain’t normal! Instead they could say ‘’well that’s really great you could get that 
down, could you try this as well?’ What one can manage or chooses to try is dependent 
on what your palate is like in the first place’.  
Despite these set-backs by the acute team, resilience and determination to participate 
in some way at a meal-time to achieve some normality was evident in David’s interview 
and his wife’s. Over time David began to develop cope with others eating when he 
couldn’t, he rejoined the family to sit at the table to administer his tube feed (with a 
new intermittent pump tube feeding regimen) and tried to occasionally chew a 
mouthful of food ‘even if it took half an hour!’ 
Discussions about the options for dietary modification, adjustment of meal patterns, 
managing the sense of loss when not able to eat and being familiar with all tube feeding 
methods, with ample time for patients and family members to gain an understanding, 
would have helped the patient and family members to work towards decisions that 
eased the challenges faced and allow individuals to regain control and regain a sense of 
purpose in relation to meal preparation and provision.   
A strong message emerged from carers and patients that prescribed formulaic 
approaches to nutrition were not helpful and that symptoms could not be explored in 
isolation but needed to be placed in context with consideration given to how symptoms 
impacted on the individual’s everyday experiences, sense of purpose and identity. All 
carers remarked on the frustration created by the lack of individualised advice, an 
example is provided here from David’s wife: 
 ‘We were given this text book approach of people with swallowing difficulties, what 
people can and can’t swallow …he obviously didn’t fit the text book approach because 
things he could or couldn’t swallow were not on the textbook list ..it made you feel you 




6.8 Self-determined adaptation  
Patients and carers referred to how some of the diet-related issues both restricted but 
also directed choice. Much of this was achieved through trial and error, an observation 
made by Bernhardson (2012) in patients undergoing chemotherapy. 
This was evident in how Tom’s wife managed Tom’s taste changes. Rather than cook 
meals they had habitually eaten, Tom’s wife tried new recipes, new foods and 
experimented with the preparation of foods. She found foods that Tom had previously 
disliked foods were enjoyed. After Tom’s taste aberrations resolved (as a by-product of 
a short dose of steroids for a respiratory problem) she found that Tom’s diet had 
increased in variety compared to when they met, she was delighted with the change 
‘now no matter what I serve him he eats’. Another adaptation that had a positive impact 
on Tom and his wife, was Tom’s creation of a new routine of picking his wife up from 
work and taking her to afternoon tea. Tom did this to create an opportunity for social 
engagement in the absence of the meals with friends that had stopped because they 
felt they were pointless when food lacked pleasure. His wife felt this new routine was 
really special. 
Martha’s daughter was aware that Martha would rather opt out of participating in 
meals as she felt ‘over-faced’ by the plated food and self-conscious of her small appetite 
and inability to eat as normal. With symptoms of early satiety and loss of appetite 
prevailing, Martha’s daughter switched to preparing a buffet or afternoon tea so that 
her mother could ‘pick’ at small amounts of food, feel less self-conscious and benefit 
from the company of others. Martha’s daughter also took it upon herself to contact 
Martha’s swim friends to encourage them to socialise with Martha and how they might 
support Martha to eat out:  
‘I’ve told them all, she (mum) is worried about when you come and get her to take her 
out to lunch and she’is not eating - so I said to them all please take her out and  you 
have whatever you fancy, don't not eat cos mum’s not eating or otherwise she won’t 
go’. 
David’s wife gave a remarkable account of how the children found ways to make their 
father feel he was not missing out: 
 ‘The kids like bringing him breakfast in bed. David gets his pump on charge in the carry 
pack and the new tube and a pack of feed in the bag ready at night, so the kids in the 
morning at whatever time, unplug the bag and take the equipment on a tray covered 
with a tea towel. And they say to their friends ‘we bring our daddy breakfast in bed 
every morning’… The children love doing it. I think they are pretty envious as they’d love 
breakfast in bed!’ (David’s wife) 
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Whilst this did not address David’s issue in not being able to eat, it was a thoughtful 
strategy created by his young children to make up for their daddy’s illness and lack of 
ability to participate at the family meals.  
A number of strategies were adopted in order to cope with the daily struggles of being 
unable to enjoy food as in the past. A sense of ‘just getting on with it’ was captured in 
the interviews with several patients and carers. This gradually changed with the 
duration of the issue but took many months of adjustment. 
As a result of profound weight loss, weakness and the side effects of treatment, David 
was signed off from work long term. Whilst he struggled for a while with not being able 
to eat and participate at meal times, eventually he galvanised enough courage to 
participate again including helping to prepare family meals, despite the challenge of not 
being able to eat himself. 
David: ‘my ability to eat is still a struggle, I can cope a bit better with other people 
around me eating and the family have adapted well…. From my point of view, they seem 
to have. But I’ve got over it with time, I feel I’ve come to terms with it and I feel a sense 
of duty to help in the home” 
With multiple diet-related issues experienced either singularly or simultaneously 
including loss of appetite, unintentional weight loss, fatigue, inability to swallow a range 
of textures, early satiety and food aversions, the nutritional issues were complex. With 
the diversity of diet-related symptoms and challenges, many patients and carers were 
caught up in seeking information that, as identified in these case studies, was neither 
clear cut nor existed in an accessible format.  
The desire to self-act differed by age and stage of disease. One could argue that David 
who was given such a short prognosis survived way beyond it and that this was fuelled 
with determination to survive because of his young children. George had less advanced 
cancer and also showed a steely determination to continue but this could also have 
been because George was relatively symptom free at the time of his interview. Both 
David and George were pain-free in the palliative phase for many months and both felt 
they had much to live for. In contrast Martha experienced pain, was frail, elderly, 
cachectic and had lost her husband to cancer, during her interview I sensed that she 
was beginning to give up on life.  
Concluding remarks  
The two themes from this chapter - Theme 1, the complexity of diet and diet-related 
issues and Theme 2, the altered meaning of food, illustrate the multiple challenges 
patients and families face in dealing with diet-related issues in the incurable phase of 
the cancer journey. I have attempted to cast light on how patients and carers make 
sense of the diet-related issues and how they developed coping strategies to deal the 
broad ranging effects and disruption to everyday life and food-related activities. At 
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varying points and to varying degrees, patients and carers perception of the role of 
nutrition and eating oscillated between eating for pleasure, eating to optimise health 
and function and eating for survival. All participants either made or accepted 
adjustments and adaptations which altered their relationship with food or helped retain 
the relationship with food. These findings and observations illustrate the broad impact 
of diet-related issues and the need for us to heed and understand the impact if we are 
to provide nutritional care that provides not only nutrients that nourish but address the 
psychosocial aspects of food and diet that impact on the patient themselves, families 
and friends. 
In the next chapter I explore the HCPs perceived role of diet in the incurable and 
advanced phases of cancer, how they identified diet-related issues and what strategies 







































7.1 Introduction  
In this chapter I explore how the HCPs perceived the role of diet in palliative care, 
whether it was important and why it mattered. The first section provides insights into 
the HCPs views of diet-related issues in the cases chosen, enhanced through their recall 
of other experiences with other patients and carers in everyday practice.  The complex 
nature of diet-related issues, identifying what mattered and strategies to manage the 
issues form the over-arching themes but are explored in more detail in the sub-themes 
which are indicated by the sub-headings.  
It is evident from the patients who were interviewed, that weight was of particular 
relevance to their well-being and a key focus but an array of other diet-related issues 
were also bothersome and disruptive to everyday life. In my own research, all HCPs 
nominated and involved in the patient cases, illustrated a drive to understand the diet-
related issues experienced. This understanding was a prerequisite that ultimately led on 
to seeking solutions where the HCPs felt things could be better. This is further explored 
in this chapter. 
7.2 The complexity of diet    
All the HCPs demonstrated an awareness of the impact of a variety of cancers and 
treatments on the ability to consume and enjoy diet. They saw their role as one of 
relieving or managing diet-related issues and considered it an integral part of care, 
along with other aspects of care such as management of pain or fatigue. 
All HCPs interviewed felt the array of symptoms from bowel disturbances, dry mouth, 
physical difficulties, self-consciousness arising from not being able to participate as 
normal, were important to investigate and manage because of their perceived negative 
impact on the patients and carers quality of life in not addressing them. They 
recognised that as the field of palliative care has evolved, with patients surviving for 
longer with more advanced cancers, and a trend in the population of multimorbidities, 
that the patient’s dietary needs were becoming more complex: 
Martha’s specialist nurse: ‘These days diet can be complicated, it might not be just 
about giving information on one specific thing anymore’.  
Martha’s hospital dietitian further described these challenges in ‘juggling’ the host of 
symptoms associated with Martha’s pancreatic cancer including exocrine pancreatic 
insufficiency, steatorrhoea, possible small intestinal bacterial overgrowth (SIBO), weight 
loss, pain, poor appetite and potential diabetes.  
The majority of HCPs talked about being on the ‘look out’ and opening up conversations 




7.3 Identifying the issues  
One of the key questions in this research was to explore how HCPs identify the severity 
and impact of diet-related issues. In this next section I explore this further. 
Previous research in the Hospice setting where this research primarily took place 
(Czerwinska et al, 2013) identified a reticence amongst HCPs to weigh patients and use 
‘MUST’. In response to the research in the Hospice a nutrition assessment tool (the 
Patient led assessment of nutritional care’ (PLANC), that was felt to more sensitively 
identify patient’s and carer’s diet-related concerns, was developed and introduced into 
the Hospice in 2015 (Souter et al, 2015). Primarily based on the MacMillan Durham 
cachexia tool, PLANC was adapted through a stakeholder engagement programme. 
Stakeholders included representatives from the multidisciplinary team, catering, 
patients, family members, volunteers and staff. The tool was intended to guide the 
identification of issues and concerns about diet and had been embedded in practice 
along with algorithms to guide interventions (Holdoway et al., BAPEN 2018). PLANC 
captured weight and weight history in all patients with the exception of those who were 
considered in the last few weeks of life or where patients declined to discuss weight. As 
reflected in the previous chapter weight was clearly important to all patients in this 
research. It was interesting to note that despite the reticence to weigh patients in the 
Hospice study in 2013, a review of the medical records of patients participating in this 
study revealed that weights were regularly being recorded and noted by Hospice staff. 
This may reflect the change in palliative care which now happens earlier in the 
trajectory of the cancer and that monitoring of weight is perceived as acceptable. The 
latter could be explained by the routine weighing of patients in the acute hospital whilst 
receiving treatments given with palliative intent, which in turn has influenced the 
acceptability and usefulness of weighing patients in the Hospice setting  
In both hospital settings where the 2 hospital dietitians participating in the research 
worked, ‘MUST’ was in use. In addition, in hospital B, an informal set of criteria for use 
by the Oncologist and nurse specialists had also been created by the dietitian to 
facilitate identification of who would benefit from a dietetic referral. Evidence of its 
impact was reflected in increased referrals being received by the dietitian in hospital B. 
Although screening and assessment tools were in evidence, all the HCPs who 
participated in this study with experience in palliative care (the Hospice HCPs and the 
dietitian from hospital B), described the usefulness of a combination of approaches to 
identify and assess diet-related issues. This comprised utilising objective measures such 
as weight, weight trends and body mass index, informal discussions, direct questioning 
and probing when they felt it was necessary. 
The interviews conducted with the HCPs, combined with content from the case notes of 
patients, illustrated that the nutrition assessment tool (PLANC) (appendix 10, pages 196 
- 198) used by the hospice staff, acted as a springboard at initial assessment. However, 
it was subsequent conversations with patients and carers that enabled staff, regardless 
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of setting to deepen their understanding of the diet-related issues that mattered to 
patients. In the next section I illustrate how ‘nutrition conversations’ were used to 
identify and attain greater insight into the diet-related issues and how they affected 
patients and carers. 
7.3.1 Nutrition conversations 
Staff were conscious of the need to approach the issues in a sensitive manner and 
consider all the issues being experienced, with a focus on individual care and balancing 
the advice given in relation to benefit to be gained against the effort to adopt the 
action:  
‘It can be really challenging (to explore the dietary issues and weight loss) but it is all 
about how you address it.…. it’s about breaking it down. By listening, people feel their 
anxieties that are being dealt with and where we cannot change the issues, we maybe 
facilitate acceptance’ (Martha’s MDT Assistant). 
Martha’s dietitian also emphasised the importance of not viewing nutrition in isolation, 
nor working on it in a silo and also establishing what was relevant to the patient and 
family, avoiding viewing nutrition as nutrients alone: 
‘Your aim might be to improve nutrition but to achieve this, it’s important to think 
holistically and sensitively. It’s important to have an individual approach and contact 
with the family’ (Martha’s dietitian).  
HCPs in the hospice setting felt it was important, as part of the nutrition assessment, to 
ascertain more information on dietary intake through dietary recall and probing to seek 
out the spectrum of problems that could interfere with dietary intake. Whilst the quote 
below is extensive, it illustrates the level of diet-related questioning undertaken by the 
MDT Assistant: 
Tom’s MDT Assistant ‘I ask how they are eating and drinking, how much, are you eating 
3 meals a day? Or are you eating little and often? I ask if they have noticed if they have 
lost any weight? If they don’t know I would ask if their clothes feel looser and that type 
of thing. I ask if they are having any problem with swallowing or taste changes. It's a 
very general assessment but you are kind of trying to establish if there is an issue. And 
they may say ‘oh I haven’t got much of an appetite’ and you might then try and figure 
out a little bit more about why is that? Why haven’t they got an appetite, is it because 
your wife has given you a plate full of food… it’s quite off putting if someone has given 
you a plate full rather than just doing a tiny portion of food. And so, it’s about exploring 
it really …and we might go and get a leaflet and look at the leaflet whether it be they 
are nauseous or diet issues relating to treatment and all of those things that can affect 
somebody’s appetite’.  
This extensive questioning shares similarities with the ‘nutritional care process’ that has 
been adopted by dietitians who are skilled to undertake dietetic assessments. The 
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extent of the questioning as part of the assessment by the MDT Assistant suggests that 
when HCPs, including nurses, physiotherapists, multidisciplinary team assistants, assign 
value to nutrition, they are motivated to spend time asking relevant questions, to 
identify the issues and find ways of supporting the patents and carer to deal with them. 
To identify what mattered to the patient and the family members and help determine 
the level to pitch the dietary treatment and management of side effects of the cancer 
and cancer treatment, empathy and listening skills were identified as essential by all the 
HCPs interviewed. This undoubtedly links with the complexity previously commented 
on. Listening to what was important and relevant to the patient was apparent in the 
approach taken by Martha’s dietitian, who was keen to balance the dietary advice and 
medication to improve digestion and absorption against the burden of taking multiple 
medications: 
 ‘Your aim might be to improve nutrition but to achieve that it’s important to think 
holistically. You have to listen and think about the benefit and burden of the medication 
or the dietary changes for example. There are so many patients where their situation 
has showed me the importance of having an individual approach and contact with the 
family’. 
Martha’s dietitian who was primarily based in the acute setting, also referred to the 
value of thorough history-taking using prompts and visual checks, to identify the 
patient’s needs: 
‘I might ask them about their taste, what their mouth is like, check for ulcers, have a 
look at the tongue as that might affect their eating. And then I would ask them about 
their digestion which would lead onto their symptoms and some people pick that up - 
the link between symptoms and wanting to eat’ (Martha’s dietitian) 
She recognised that her skills in developing this approach had been influenced through 
her time working solo in the community as a home enteral feeding dietitian where she 
often didn't have access to the medical notes and so used her skills in history-taking to 
shape nutritional care and advice: 
‘I got used to asking a lot more questions, relied on history taking from the patient and 
would take a head to toe history to gain information’. Although not having access to 
medical records risks missing relevant facts, the merit in this technique is that with 
careful questioning one might achieve delivering goals and wishes determined by the 
patient rather than being distracted by preconceived ideas of medical colleagues and 
other HCPs.  
The narrative from David’s dietitian  who was relatively new in post when she first met 
David, felt she failed to ask enough questions early on in her post and that this may 
have prevented her picking up the issues such as the disturbed nights arising from 
David’s tube-feeding regimen. As she developed into the role, she learned of the 
importance to prompt and probe for detail to identify what mattered to patients and 
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carers, particularly if she was to avoid preconceived assumptions on what she thought 
mattered:  
‘When the patients have their views, I hope I’m listening to them now…. you may not 
appreciate what’s going on at home, so it’s making sure you are aware of the social 
situation. With experience I learned to ask, ‘is this an issue?’. So, I learned to ask the 
right questions’ (David’s dietitian). 
This has implications for training and skill development and the question arises as to 
whether it is possible to develop advanced communication skills and a more holistic 
approach to identify the issues and create the right care particularly in our training and 
early on in our careers. 
Supporting patients in palliative care, alleviating symptoms and improving quality of life 
cannot be achieved if we are blind to patient’s needs, what is the matter with them but 
importantly what matters to them. 
Although tools such as ‘PLANC’ identified the presence or absence of a range of 
symptoms, the binary nature of responses, risked failing to capture the impact on the 
individual and family, how bothersome or disruptive or concerning the diet-related 
issues were and provided limited information on the effort a patient and/or family 
member might go to, to address the issues. The nutrition conversations built on the 
tools and provided more in-depth information to enable the HCP to gauge the impact of 
the diet-related issues which in turn guided interventions.  
7.3.2 Observation  
Successive contact and observation were also valued by HCPs in the hospice setting 
where changes in body image and stature did not go unnoticed: 
‘with some who come in you visibly see, you might not see them for a little while and it’s 
quite shocking how much weight they’ve lost.  And you’re kind of thinking then what’s 
happening?  And you have that conversation with them and check the notes.  It might be 
something that is already being dealt with and we know about it.  If it’s not, it’s a case 
of having a chat and seeing whether it is something we can do and consider whether we 
need to step up another level and get the dietitian involved’ (Tom’s MDT Assistant). 
In this excerpt below David’s MDT Assistant refers to identifying those who might look 
cachectic: 
‘when someone is looking quite cachectic and not interested in food and finding it really 
difficult to eat and losing a lot of weight, then I would definitely let the nurse specialist 
know and the dietetics team too’. This narrative indicates an awareness of cachexia 
existed amongst HCPs in the hospice setting, when asked about acquired knowledge 
she said she had learned about it on the Hospice training course on nutrition in 
palliative and end of life care (appendix 11, pages 199 - 201) 
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All the HCPs demonstrated how they saw it important to tune-in to what mattered to 
the patient and the family or caregivers. They recognised that failing to notice how the 
symptoms and dietary issues were impacting on an individual’s way of life and way of 
living, hampered solutions being sought and symptoms persisting unnecessarily.  It was 
evident from all the cases that an understanding of how diet-related issues were 
impacting on the patients and carers was required if they were to create the solutions 
and strategies to assist patients and carers to engage physically, socially and 
emotionally in life, despite the adversity of living with a life-limiting condition.  
I now seek to explore how an understanding of the issues helped to develop the 
strategies to facilitate care and manage the diet-related issues. 
7.4 Strategies to deal with diet-related issues  
7.4.1 Managing concerns relating to unintentional weight loss  
Previous research amongst nursing staff at the Hospice where this study was 
undertaken (Czerwinska et al, 2013) identified that nutritional screening focusing on 
physical measures such as weight and rate of weight loss in the palliative phase, felt 
futile and did not fit the palliative care philosophy. The nurses felt that the sheer action 
of recording weight would focus attention on weight and add to the unrealistic 
expectations, enhancing the gap between reality and what body weight might be 
feasible to achieve or maintain in end of life care. 
With the palliative care services broadening to engage patients earlier in their trajectory 
of care, and opportunities to manage weight, symptoms and quality of life, in the mid-
phase of palliative care, new updated training and new approaches to managing 
conversations about weight, diet-related symptoms and skills in handling difficult 
conversations around appetite and weight were introduced (Souter et al., 2015) 
(appendices 10 and 11, pages 196 - 201). 
Evidence from the interviews with the palliative HCPs indicated that the training and 
role plays and case discussions encouraged amongst team members as well as sharing 
of guidance on new approaches to cancer-related weight loss (Arends et al, 2015) to 
address nutrition in the early to mid-stage of cachexia, were having an effect on the 
messages to patient and carers. Managing expectations were seen as a valuable part 
the HCP toolkit and put to good effect in patient and carer education.  This was not 
however perceived as an easy task by any means.  
It was noticeable from the interviews with all the palliative HCPs employed by the 
hospice that the matter of weight loss and poor appetite was not avoided as previously 
demonstrated in other studies (Hopkinson et al., 2013), but was proactively discussed. 
This may be unusual and be in part due to the research undertaken by several 
practitioners in the Hospice (Czerwinska et al., 2013, Holdoway et al., 2014, Souter et 
al., 2015, Holdoway et al., 2018).  
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What was evident from the patient stories in this research, including the recall of weight 
during the patient journey, was that David, Tom’s and George’s weight loss was due to 
inadequate nutrition arising from physical difficulties. Once a new and more acceptable 
feeding regimen was identified for David, ideas to overcome taste changes for Tom 
were established, and George adjusted his dietary intake to be more nutritious, weight 
gain was achieved, further demonstrating the patient was not necessarily in the later 
phase of cachexia even though the cancer was advanced and the patient’s condition 
was classed as palliative. Determining what is possible and achievable is important if 
HCPs are to support patients and carers in understanding the obstacles relating to 
weight gain and setting realistic expectations. To achieve this requires a depth of 
understanding of the cachectic process and skills in communicating that to patient and 
their families.   
Amongst HCPs employed by the Hospice, conversations with patients and carers 
relating to unintentional weight loss and poor appetite arising in the late-stages of 
palliative care, centred on alleviating the distress and facilitating an understanding of 
the contributing physiological factors. Similar to the findings of Hopkinson (2010) the 
HCPs felt explaining the underlying causes of the weight loss, alleviated the anxiety 
associated with the weight loss, even when the outcome could not be altered.  
David’s MDT Assistant ‘I think you need to explain to the families, the cancer is 
producing chemicals that make people not like the taste of food, and don’t want food…. 
I think if you can explain that it is part of the disease and they don’t want to eat and 
encourage them to focus on offering a little bit of what they fancy, that can help hugely’ 
All of the Hospice palliative HCPs referred to the frequency with which they dealt with 
weight loss and poor appetite. Several outlined that if a subtle and indirect approach 
was insufficient in identifying the relevance of weight loss or dietary issues, they would 
use more direct questioning, reflecting their determination and motivation to explore 
the relevance and impact:  
Martha’s specialist nurse ‘obviously at some stage you’ll need to direct that question to 
them and ask how is their appetite? Do you think you have lost any weight?  So, you 
have that more direct conversation’. 
Hopkinson also referred to carers perceptions of the patient not eating as a sign of 
‘giving up’. The issue of family members perceiving their loved one’s refusal to eat as 
intentional starvation was raised by all the HCPs participating in this study. David’s MDT 
Assistant described how she would try and dissipate tensions with family members: 
‘when they say, ‘Oh he’s stopped eating, is that cos he wants to die quicker?’, I say 
‘they’re not trying to starve themselves it’s just he doesn’t want it.’ Just making them 
aware of the fact that it’s nothing to do with wanting to die and that they’ve just lost 
interest helps’. 
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Force feeding was also cited as a topic of concern and distress in previous doctorate 
research amongst bereaved family members, undertaken in the hospice (Newbury, 
2012) and a systematic review by Amano and colleagues (2019). David’s MDT Assistant 
described how she would discourage force-feeding by explaining to the family that in 
the late stages of disease the patient is not likely to experience hunger. She believed 
this helped discourage family members from force feeding, thereby reducing the 
likelihood of conflict arising between patients and family members which would 
ordinarily only add to the patient’s distress. 
7.4.2 Inter-relationships - diet and Symptoms   
In George’s case, the Physiotherapist and MDT Assistant strove to manage George’s 
symptoms, primarily fatigue and food aversions, to enable him to continue to maintain 
some activity and socialise. The MDT Assistant and specialist nurse involved in Tom’s 
care provided specific advice and resources to manage Tom’s poor appetite and loss of 
taste. In the absence of Tom and his wife going out for meals, the Hospice team created 
an opportunity for Tom’s wife to continue cooking for others by inviting her to make 
cakes for the coffee club, thus addressing the gap created by the absence of shared 
meals with friends.  
The specialist nurse interviewed in relation to Martha, appreciated that faecal 
incontinence and urgency and loose stools severely disrupted Martha’s ability to carry 
on with activities associated with one’s own purpose and identity that were enjoyed 
before cancer, in Martha’s case swimming, but also deterred eating and drinking as this 
triggered bowel actions. Wishing to improve Martha’s quality of life, the specialist nurse 
demonstrated a determination to seek dietary solutions to alleviate symptoms, in this 
case managing bowel function: 
‘I could see that pain and the bowels were the major features for her and they were 
having a major impact on her life and her lifestyle… I didn't see that she was dying 
quickly from her illness in any other sense really, so for me there was a big part of trying 
to improve her quality of life of whatever life she had left’ (Martha’s specialist nurse) 
She therefore sought advice from the specialist dietitian with knowledge of 
gastroenterology. The dietitian was aware of the need for pancreatic enzyme 
supplements which eased Martha’s diarrhoea but was also conscious that Martha 
would benefit from possible investigations to elucidate further underlying causes of 
diarrhoea. Lack of access to breath tests led to Martha’s diarrhoea remaining 
unnecessarily protracted. Although the dietitian involved with Martha recognised that 
bowel symptoms could be better managed through dietary adjustment and medication, 
she equally appreciated that imposing dietary restrictions including the avoidance of 
foods that might precipitate diarrhoea, might further limit Martha’s choice of foods and 
enjoyment: 
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‘I gave a bit of advice on diarrhoea and what foods might make things worse, but if 
people are really enjoying certain foods and like Martha, don't really want to stop eating 
fruit and find it refreshing, then that’s difficult, particularly for some in the end-stage of 
their disease as you don’t want to limit something they enjoy (Martha’s dietitian)  
Later on, when under Hospice care, Martha was able to have the necessary tests that 
identified small intestinal bacterial overgrowth and the need for a course of antibiotics 
which helped improve the diarrhoea.  
7.4.3 Refining tube feeding 
In this study only one patient, David, received nutrition support (tube feeding via a 
gastrostomy). David’s experience of tube feeding had not been positive in that he spent 
many months on a feeding regimen that was exhausting and very disruptive to family 
life. After many months of frustration administering eight bolus feeds a day, David 
learned about overnight feeding accidentally during a hospital stay for a chest infection. 
Although at the time he and his wife felt the provision of a pump ‘was a gift’ to use to 
administer feed overnight at home, the noise from the pump and accidental feed 
leakage at night, gradually ground them down through loss of sleep. David’s diabetic 
control was also difficult to manage on the overnight feed combined with little 
nutritional intake in the day. Finally, after many months a solution was created through 
referral from David’s MDT Assistant to the specialist dietitian in the Hospice. David was 
established on intermittent pump feeding, feeding a third of his day’s tube feeding 
requirement over two to three hours, David did this around mealtimes to make him feel 
‘more normal’ and also managed portable feeding when out and about by using a 
specially designated backpack that accommodated the pump, feed and equipment. 
David’s dietitian who worked in the acute setting, only met David part-way through his 
cancer treatment. She described how prior to her appointment into the Oncology post, 
patients did not receive dietetic input from an Oncology dietitian who was able to 
anticipate the likely impact of the aggressive radiotherapy regimen that David was 
exposed to, an observation that did not pass by David’s wife who recognised the lack of 
specialist knowledge by the dietitian they first met. David’s dietitian also referred to her 
bias to bolus feeding after working with a senior colleague who told her ‘that’s what 
works for patients’ which certainly wasn't the case for David. After being in post for 
several months, David’s dietitian had learned the Oncology ward routines, care 
pathways and enhanced her knowledge and understanding through reading up on the 
topic. She felt better able to support patients by outlining to them the likely impact 
their treatment would have on their ability to eat and drink and how they would be 
supported with tube feeding and advice on dietary modifications. The delay in finding 
an acceptable feeding regimen for David does however raise the prospect that post-
graduate training for dietitians could be enhanced and encourage the value of 
understanding the patient and family’s home situations and routines and that 
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assessments for tube feeding should adopt a comprehensive assessment as proposed 
by Brotherton et al. (2006).  
David’s experience reflects the positive and negative experiences and impact on QoL 
that can occur in patients with head and neck cancer receiving tube feeding similarly 
reported by Ehrrson et al. (2015). It indicates the ongoing need for HCPs to work to 
create the most acceptable solutions for the individuals and their families when oral 
intake is not possible or limited, and take into consideration the psychosocial issues that 
patients may have to deal with. 
7.4.4 Physical function and diet 
In the past decade the role of rehabilitation in palliative care has been receiving greater 
attention through the understanding that rehabilitation can support patients and carers 
manage a life-limiting condition and live life to the best of their ability (Chasen and 
Dippenaar, 2008). Although there has been an increasing interest on the role of 
nutrition and resistance training in preserving muscle mass and function in a range of 
life-limiting conditions, we have yet to witness wide scale adoption of combined 
nutrition and activity/resistance training in clinical practice. An awareness of the role of 
nutrition in rehabilitation was however evident in the narratives of one of the Hospice 
MDT Assistants and the Physiotherapist, who felt that the patient’s nutritional status 
influenced the effectiveness of the rehabilitation programme aimed at maintaining the 
ability to perform everyday activities: 
Tom’s MDT Assistant: ‘many of our patients have problems like breathlessness and 
fatigue and if they are not taking in the nutrients, they are not going to have the energy 
to do the exercises that can help them with their everyday activities or breathe better’. 
The Physiotherapist felt diet went hand in hand with physiotherapy as part of a holistic 
approach to looking after the patient on their palliative journey: 
‘Our patients can struggle to eat enough, so they might need more high carb and high 
protein foods to help develop and strengthen their muscles. Providing them with high 
energy foods, might help do the basic things like washing and dressing as the illness 
progresses’ (George’s Physiotherapist). 
Although the role of nutrition in cancer fatigue remains poorly understood (Baguley et 
al., 2017, Prada et al., 2020), several HCPs highlighted the importance of nutrition as a 
component in managing fatigue when discussing fatigue with patients 
George’s MDT Assistant ‘From a team’s point of view (supporting several practitioners), I 
highlight the importance of good nutrition as it is going to help manage patients’ fatigue 
level. We know that exercise helps with energy levels, as does good nutrition, balanced 
with the right amount of rest.  I look at trying to optimise individual levels of energy and 
manage their symptoms optimally from day to day’. 
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7.4.5 The altered mealtime experience  
All the Hospice HCPs saw food as being important to patients. For patients whose illness 
had prevented them from participating in mealtimes and meal preparation, they valued 
the opportunity to refer to the wider healthcare team for practical help that might be of 
benefit. 
Just as the patients and family members experienced disruption to the meal experience, 
one of the MDT assistants reeled off the array of issues she had witnessed in relation to 
being involved with Tom. She also drew on experience in managing other patients, 
where she perceived the wider impact of diet-related issues on the individual patient 
and family members adversely affecting meal preparation, the mealtime experience, 
inducing feelings of rejection, frustration and disrupting relationships 
 ‘our patients might have eating and swallowing difficulties and dry mouth. Those sorts 
of things can affect their ability to eat and they lose their self-confidence. They might 
need different food consistencies to cope with their symptoms and so then it’s all about 
adaptation. Alongside this they may not be able to face a normal portion, that’s all hard 
when trying to maintain that family contact. It can become quite a difficult situation, 
there can then become arguments and disagreements. So, one is trying to make a nice 
meal for their partner and then when it is presented on the table they don't want it, they 
have gone off it, they can’t face the size of the meal or they can’t face the texture or 
don’t like the flavour or the taste so it can become quite a challenging thing to deal with’ 
(Tom’s MDT Assistant) 
These issues all featured in the patient and carer narratives previously presented and 
illustrate the HCP insights into the wide-ranging impact of the issues. 
Self-consciousness in only managing small portions (as experienced by Martha) were 
also recognised as a challenge experienced by both patient and carers alike: 
Martha’s Dietitian ‘the patient can feel very self-conscious if they are not eating a 
normal portion or if they are struggling to cut food up to eat…there is that whole issue 
around not being able to eat a meal and there are lots of feelings like guilt by the 
patient and frustrations by the carer’ 
Through an improved understanding and awareness of the cachectic process, the 
palliative HCPs felt passing their understanding of cachexia on to carers, alleviated the 
anxiety experienced by family members associated with a partner’s loss of appetite and 
the rejection of food that might have been ‘lovingly prepared’. The HCPs felt this 
facilitated the acceptance of a non-reversible situation in the late stages of cancer. 
7.4.6 Managing tensions around eating less healthily  
HCPs illustrated how they would support patients and carers in adjusting their attitude 
towards the role and meaning of food, to strike a balance between consuming enough 
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energy to maintain function, whilst avoiding stresses associated with not eating a 
balanced diet. 
George’s Physiotherapist described how she felt she gave ‘permission’ to patients and 
carers to deviate from healthy eating when faced with diet-related issues– ‘what you 
eat is a habit of a lifetime and the food you buy is too. Sometimes it boils down to giving 
them permission to have things which go against the healthy eating messages. If they’ve 
lost a lot of weight, I might be encouraging them to have more high-energy, high carb 
foods.  Having little bowls of nuts and cheese and crackers and biscuits and chocolate 
brownies and things that the rest of us are trying to avoid to avoid weight gain’ 
One dietitian described how she would explain the change in appetite when unwell to 
explain the need for foods that seem less healthy 
 ‘I explain how appetite is totally different if you are not well,  you might not be so 
active, you’ve got a reduced appetite … patients do still find it really difficult to accept 
the different advice especially when we talk about ‘making every mouthful count’ so 
using things like full fat milk, using butter, using cream …obviously you have to take into 
account any dietary intolerances and creating means by which they may find the advice 
acceptable ’ (David’s dietitian). 
One of the MDT Assistants referred to allowing treats and relaxing healthy eating 
messages not just for those who were underweight or losing weight but also in 
palliative patients who were overweight or who had diabetes ‘it’s a case of it being 
about quality-of-life, making it enjoyable and if they enjoy eating a slice of cake and 
with other people, as it’s really sociable, then who are we to deny that’ (Tom’s MDT 
Assistant). 
7.4.7 Managing disrupted eating  
Several HCPs appreciated that the impact of the patient not eating extended beyond 
the patient not only having an emotional impact but also deterring the carer from 
eating and in turn adversely affecting the carer’s nutritional status and enjoyment of 
food and that support needed to be provided to both patients and carers. 
Tom’s MDT Assistant: ‘as the dietary issues escalate it can have an effect on the carer 
themselves, not just from an emotional point of view creating a tension between them 
but also ‘cos the carer may then not eat as they feel guilty to sit down to a meal 
themselves’.  
Acknowledging this to be the case, HCPs sought to support both patients and carers by 
encouraging carers to attend appointments with their partners. In the hospice setting, 
specific courses had been established for carers or for patients and carers combined, 
which explored the eating difficulties common in advanced cancer including loss of 
weight, appetite and the physiological effects underpinning cachexia and discuss 
strategies for dealing with the issues. The courses created the opportunity for patients 
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and carers to learn from experienced HCPs but also through discussions with peers on 
the shared experience. 
7.4.8 Tailored, individualised bespoke advice 
Frustration was raised by patients and carers regarding the lack of bespoke advice and 
in some case no advice. Patients did however comment that once under hospice care 
they could ‘ask anything and an answer would be sought’ (Tom’s wife) or at the very 
least an explanation given.  
In the hospice setting a range of resources had been created to support all staff in 
delivering first line dietetic care (appendix 1, pages 165 - 167). In the narratives of 
patients and carers it was evident that advice was useful when the staff used the 
content of resources (written or from patient and carer course content) as a framework 
for discussion, adapting and revising key messages to tailor the advice to an individual’s 
circumstances. Whilst the internet was seen as a source of information, its useability 
and reliability in finding the right information (an observation also raised by Martha’s 
daughter) created limitations in benefit. 
Tailoring advice rather than providing a formulaic approach was seen as important to 
meet carer needs as much as patient’s needs. This was evident across all palliative care 
members; the MDT Assistants, specialist nurse and physiotherapist.  
Tom’s MDT Assistant ‘I think we all realise it’s (diet) so important to the patients but it’s 
not just a case of giving some leaflets, it might be much more than that’. 
This was also echoed by Martha’s nurse specialist ‘there are so many skills involved, we 
have to think outside the norm, because everyone is different’. Her comment resonated 
with David’s wife’s comment that ‘cancers differ, patients differ and therefore advice 
required is likely to differ, one size does not fit all’.  
7.4.9 Supporting diet-related issues across the trajectory of care 
Assessing nutritional status, symptoms and diet-related issues across the trajectory of 
disease was raised by all the HCPs and the changing palliative population was also 
acknowledged. In this excerpt from the Physiotherapist we observe a flexibility in 
approach to adapt care to the changing needs of the palliative population, a message 
that was cascaded to all as part of senior management briefings to staff in the Hospice, 
but captured here in a sophisticated observation: 
George’s Physiotherapist: ‘We are not just dealing with end of life care. With increased 
survivorship in palliative care we may be seeing patients over a longer period of time 
and during that journey they often have a change in dietetic needs and change in 
nutritional needs and later in their disease trajectory they might end up needing more 
nutritional supplements because they are struggling to eat or a change in the 
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consistency of their food and their drink. So, there is a change in what’s happening and 
we need to gear up to that’. 
7.5 Diagrammatic representation of the main themes 
To draw the themes together, a diagrammatic representation of the themes, inter-
relationships and the process utilised to identify and manage diet-related issues is 






















Figure 7.5 - Diagrammatic representation of the process to identify and manage diet-
related issues with main themes indicated in bold. 
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cancer and it’s treatment on diet 
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In this chapter I have explored the perceptions of HCPs and how HCPs sought to identify 
the diet-related issues experienced by patients and carers. I also attempted to elucidate 
the strategies the HCPS drew upon and co-created with patients and carers to 
overcome the complex diet-related issues and help patients and carers regain a degree 
of control and normality in everyday life in relation to diet and nutrition.  
In the next chapter I consider some of the factors that influence the identification and 
management of diet-related issues at an organisational level. These insights were 
inductively deduced from the participant’s narratives but also observations in the care 
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8.1 Introduction  
In this chapter I consider the factors that facilitated nutritional care. These factors build 
on the findings in Chapter 7 relating to the identification of what matters and include 
culture, environment and the sharing of knowledge. The main influencers in facilitating 
nutritional care are illustrated in figure 8.1. 
 
 
Figure 8.1 – Diagrammatic representation of key factors facilitating nutritional care 
8.2. Culture and environment  
One of the benefits of case study research is the ability to study the environment in 
which participants are operating in. Working in the Hospice one day a week meant I had 
insights into the culture and environment of the Hospice where the majority of HCPs 
participating in the study worked. As the care and experience of patients and carers was 
received across a number of clinical settings, it would have been beneficial in adding a 
further layer of understanding of attitudes to nutrition and the influence of the culture 
and environment in other settings. As this was not feasible for this study, I spent time 
evaluating the Nutrition and Hydration policies in place and insights gained from the 
patients and carers who received the care and the HCPs who worked there, to glean 
how culture and knowledge may have influenced where nutrition sat in the hierarchy of 
care. This is relevant as adoption of assessment tools, new ways of working and sharing 
of innovation can be influenced by both the environment and the culture (Baille et al., 
2018, Flynn et al., 2018, Harris et al., 2019) 
In the hospice, evidence existed to suggest nutrition was viewed as an integral part of 
care. Sources of evidence existed in the patient care records, assessments and projects 
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involving multiple stakeholders (Souter et al., 2016). Several HCPs participating in my 
research referred to the enthusiasm emanating from some of the frontline staff, an 
enthusiasm for nutrition was also evident at board level as illustrated in 
correspondence with the Chief Executive of the Hospice ‘Nutrition and its effective use 
is such an important part of the care pathway, it is integral to how we live each and 
every day from sustenance to companionship’. 
Amongst the palliative care professionals interviewed in the Hospice setting along with 
Martha’s dietitian who worked in the acute hospital trust in oncology and palliative 
care, it was recognised that integration of nutrition into care did not happen by chance 
but had been achieved through a concerted effort by many players. The efforts made in 
the hospice were captured in the interview with one of the specialist nurses based at 
the hospice and who had worked there for 17 years: 
‘within our organisation we are well structured. Having a Dietitian as part of the team in 
recent years is very valuable but we’ve also got people in the in-patient team and 
outreach centres who have a particular interest in nutrition and have done some work 
around that and brought that information back to the teams in terms of thinking about 
things in a different way in terms of assessment’ (Martha’s nurse specialist) 
The importance of individuals to champion nutrition and ensure it was on the agenda 
was also echoed by one of the MDT Assistants in the Hospice out-reach centre: 
Tom’s MDT Assistant ‘There has been and are several people with an interest in 
nutrition. If you have somebody who is quite passionate and has an interest in nutrition, 
then it becomes a bigger thing.  And certainly here, working in this outreach centre, the 
nurse specialist has been a massive driving force for nutrition’. 
In the hospice setting it was evident that nutritional care was woven into everyday care 
and not seen as a separate entity. Incorporating nutrition conversations into encounters 
in outpatient appointments, drop-in coffee clubs, patient/carer courses, appeared to be 
the norm for all palliative care staff. Reasons cited for this was the passion by some of 
the nurses for the subject which promoted awareness and relevance, thereby 
championing the nutrition agenda.  
What was evident in the palliative care setting and for the hospital dietitian who had 
embedded her service in Oncology and palliative care in the acute setting, was that 
attempts to influence the nutrition agenda didn’t just happen by chance but were 
orchestrated over time, through policies, teaching, case review, corridor discussions, 
promotion of roles.  
Although I could not observe the acute setting, my research included interviews with 
two dietitians working in two distinct hospitals and I was given access to the Nutrition 
and Hydration policies in those settings. In both hospitals, nutritional screening was 
undertaken using ‘MUST’. As was evident from the patient and carer interviews and the 
interviews with nurses and dietitians, the focus was on identifying the risk of 
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malnutrition rather than diet-related issues associated with cancer and cancer 
treatment. For those who were identified at risk of malnutrition a modified diet and 
oral nutritional supplements were available to order. Referral to a dietitian could be 
made but both hospital dietitians were aware there were many patients who they could 
see who they didn't and that this meant the patients and carers might be missing out on 
receiving advice to cope and deal with diet-related issues.  
Although in the acute settings, weight was regularly recorded as part of the 
malnutrition screening using ‘MUST’ and when attending for chemotherapy, David’s 
dietitian felt changes in weight were not routinely acted on: 
David’s dietitian ‘Whilst the nurses record weights at each chemotherapy session (every 
3 weeks) they don't seem to register the previous weight, so the weight loss that might 
be occurring over the many weeks of treatment somehow gets overlooked and if a 
patient is not thin to begin with they may not look thin but clearly the weight loss might 
be considerable and affect their response to the treatment’.   
Hence the dietitian appreciated that those with a significant weight loss that could be 
detrimental and concerning to the patient and carer, might be overlooked as their high 
body mass index above normal might mask the malnutrition developing.  
Both dietitians described how policies regarding the measurement of weight related to 
treatment; maintaining weight to avoid treatment toxicity or weight to determine 
dosage of chemotherapy and drugs. The relationship between weight and how a patient 
felt, how the weight loss might relate to distressing food-related issues or weight trends 
was in their view, often overlooked.  
8.3 Knowledge  
8.3.1. Acquisition of knowledge – a three-way process  
Previous work by Hopkinson (2006) identified that patients and carers created their 
own solutions for managing diet-related issues but inferred this arose in the absence of 
support from HCPs. This was evident in this study but comparatively, the co-creation of 
solutions was achieved through a three-way process involving, at times, the patients, 
carers and HCPs.  
HCPs in palliative care seemed comfortable in setting aside beliefs that you have, or are 
expected to have, answers to everything. This emerged in their narratives describing a 
consciousness of not always having the answers. This potentially facilitated their 
learning from their patients and carers with whom they came into contact with. 
David’s MDT Assistant recognised that you needed ‘courage to do this as it might reveal 
a vulnerability when the patient thinks you should know all the answers’ and to admit 
this required confidence in one’s ability to reaffirm to one’s self that not knowing was 
not a failing.  
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Tom’s MDT Assistant spoke of embracing ideas from patients and carers: 
‘patients themselves educate you because they come to the courses or coffee club and 
will say oh, I found this book; this is what I’ve got’ 
It was also evident that the peer to peer support sessions that the Hospice facilitated 
enabled HCPs to accrue knowledge from being a part of the patient-carer courses. 
‘You get introduced to a lot on nutrition by attending and running and being involved in 
our patient carer courses particularly in the session when the dietitian is involved - that 
gives you the basis of what nutrition is about’ (Tom’s MDT Assistant).   
George’s Physiotherapist who had led on many of the coping courses for patients, spoke 
of the value of peer to peer support: 
‘It’s not only us as professionals giving them information, they get a lot more from the 
group interactions. And whilst they are having their own separate journeys and have 
different disease processes, they are all having similar issues whether it be around 
fatigue, breathlessness, diet problems, it’s about supporting them and supporting each 
other’ (George’s Physiotherapist) 
It was evident in the interviews that advice shared at the patient-carer courses had 
found their way into everyday consultations. The cruciality of support for each other 
across the teams was seen as a key component in developing good quality care. 
It was apparent that nutrition link nurses and access to a dietitian in the organisation 
not only gave patients and carers good access to advice and resources but also 
expanded the knowledge of others. ‘I learned so much from the specialist dietitian’s 
talks when I was in the Hospice at Home team… and learned through our nutrition link 
nurses too’ (David’s MDT Assistant).  
In the day patient unit HCPs and volunteers assisted at lunchtime and ate in the canteen 
alongside the patients. The shared meals allowed direct observation of those who might 
be struggling. It provided a practical and illuminating experience for HCPs to witness the 
issues but expanding their knowledge of how patients dealt with them  
‘Eating at the table alongside our patients, you find out first-hand how diet-related 
issues might be affecting them and what you’ve got to consider with all of that in 
supporting them’.  
Learning from each other, recognising that we may not have all the answers at our 
fingertips, practicing humility and being humble and receptive to the opportunity to 
develop new understandings of how to deal with issues were gleaned from the patients 




8.3.2 Experiential knowledge  
It was evident from the hospice nurses and the interviews with the dietitians, that 
professional knowledge was strongly influenced by experience in practice, reflecting the 
importance of the workplace as an environment to support learning. It perhaps 
highlights the potential weakness with regard to the need to ensure that knowledge can 
be gained early on in clinical posts to avoid lack of experience hampering best care for 
the patient. The dietitian’s lack of experience undoubtedly contributed to David’s 
protracted period of problems in relation to his tube feeding.  
David’s Dietitian:  ‘After David’s bad experience I started thinking about my own 
knowledge and opinions …about why would you think one method (of feeding) is any 
better than another? If the patient is happy with one method, then fair enough but if 
they aren’t then they need to know the options. Now when the patients have their 
views, I hope I’m listening to them…’ 
If we are reliant on accrual of knowledge in clinical posts, there exists the challenge to 
develop knowledge without years of practice so that patient care is not compromised 
by lack of knowledge and lack of experience early on in careers. The importance of 
acquired knowledge in this study indicates a need to consider how HCPs are trained, 
how to undertake assessments that lead to acceptable interventions for the patient and 
the family and how diet, including how methods of feeding, have a wider impact on 
significant others.  
It was evident from the interviews that case studies, mentoring, shadowing and in-
house training, all played a role in enhancing knowledge. Equally though was the 
recognition that one can learn from the patient and carer experience and expertise. This 
latter source of knowledge requires recognition and acceptance that as a professional 
one cannot, and indeed is unlikely to, know it all.  Perhaps paying more attention to, 
and including experiential knowledge within learning environments, a key component 
of healthcare education emphasised by Eraut (2000, 2004, 2007), may help to create a 
greater balance between scientific, clinical and technological knowledge.  
8.4 Freedom to act  
David’s MDT Assistant, who had worked as a nurse in both the acute hospital setting 
and hospice setting, compared and contrasted the cultures that enabled her to freely 
practice as she saw fit to meet the patients’ needs in palliative care. She used an 
example where in the acute setting ‘nil by mouth’ meant nothing orally whereas in 
palliative care, it was likely this was more easily relaxed if the patient expressed a desire 
to eat and the risks had been discussed with the patient: 
‘I think in palliative care you tend to think more about basically letting the patient do 
what they want to do, if they want to try that let them try it. Whereas in the acute 
setting they (the nurses) have so many things to think about and they are handing over 
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to different people all the time, they need to say maybe don't do that, do this’  (David’s 
MDT Assistant). 
Whilst she recognised there was a logic explaining the difference in the environments, 
she felt protocols in the acute setting could be too rigid, fail to register the patient’s 
wishes and acted more in the interests of the professional: 
‘sometimes, I think they (acute hospital nursing staff) take more notice of clinical staff 
rather than the patient themselves. Whereas I think with the Hospice we tend to listen 
to the patient more than anything (David’s MDT Assistant)’.  
What the MDT Assistant particularly observed and commented on was the feeling of 
being trusted to make decisions independent of seniority, especially if she believed her 
decisions directly influenced quality of life. She went on to provide a plausible 
explanation for the difference, outlining in the acute setting, rules abounded, that the 
hospital might be more risk averse than the Hospice. She was aware though that 
sometimes in busy acute hospitals, decisions such as ‘nil by mouth’ once instated were 
not revisited, thus imposing unnecessary restrictions on a patient’s oral intake: 
‘I think sometimes something is recorded once and that’s it, it’s taken as read and no-
one actually goes back to the patient again to check has it changed from last time and 
also is there anything we can do differently? They take it as a ‘nil by mouth’ that’s it 
completely’ (David’s MDT Assistant). 
The degree of freedom to make decisions within the Hospice perhaps reflects an 
underpinning philosophy and desire to place the patient at the heart of decision 
making, supporting the change in emphasis in care particularly in the end of life phase, 
when patient choice takes precedence: 
‘you can think a lot more for yourself here (at the Hospice), I think you’re trusted more 
as an individual and that you’re allowed to work on your own initiative, more so than in 
the acute setting. There’s a better relationship with patients compared with the acute 
setting’ (David’s MDT Assistant). 
Whist this freedom to act, placing greater emphasis on the patient’s interest was seen 
as a privilege in working in palliative care, the MDT Assistant also recognised that clear 
boundaries were required in the acute setting due to the more dynamic throughput and 
frequent handovers which might risk harm if not adhered to making the staff more risk-
averse. 
8.5 Nutrition in the hierarchy of care  
If nutrition is not perceived to be important by members of the healthcare team, and 
less crucial than chemotherapy and radiotherapy for example, then it is perhaps not 
surprising that discrepancies regarding concerns relating to the role and value of 
nutrition arise. In this research the effect of not heeding, acknowledging or ignoring the 
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patient’s and carer’s diet-related concerns and their impact on patients and carers, 
adversely affected the healthcare professional relationship 
Although I was unable to observe interactions and patient’s healthcare records in the 
acute setting, the lack of attention to addressing nutritional care needs and dietary 
advice was apparent in the narratives of the palliative care team: 
‘I am amazed when someone comes up here and throughout all their treatments nobody 
has talked about nutrition’ (Tom’s MDT Assistant) 
Tom’s MDT Assistant who had worked for a number of years in older people’s hospital 
care, did not understand why nutrition no longer appeared to be seen as part of 
essential basic care, an observation she gleaned in inheriting patients into the palliative 
care setting who had been under the acute care team. She tried to explain that the lack 
of attention to diet-related issues and nutritional care may be due to increased 
throughput and less time available for the nurses to make observations in relation to 
diet and nutrition: 
‘I don’t understand why it has changed since I worked there. I don’t know whether it’s 
because it’s so busy now and the staff are under so much pressure, but I would class 
nutrition as being basic nursing care’ (Tom’s MDT Assistant). 
All patients in the study felt their diet related issues and concerns were either ignored 
or not heeded at various time points but this was particularly noticeable when under 
the care of acute team. Tom’s MDT Assistant excused the nurses in the acute sector for 
not addressing nutritional issues in being ‘too busy’, but she suggested means by which 
the nurses could address matters such as diet, by integrating it into conversations when 
carrying out some of their tasks with the patients: 
‘can they not ask simply when hanging the chemotherapy ‘how are you managing to eat 
and drink?’ (Tom’s MDT Assistant) 
It is surprising that despite spending thousands of pounds on cancer treatments such as 
chemotherapy, nutrition may still be overlooked or not feature in routine acute care. 
This observation although limited by proxy, further suggests that integration of 
nutritional care may be cultural and relate to a low priority to nutrition. This goes 
against the recommendations from international opinion that suggests ‘therapy to 
maintain normal body weight and composition, exercise capacity and the ability of a 
patients to benefit from anti-cancer treatment, should be considered an integral part of 
the package of care offered at each stage of the disease’ (Aapro et al. 2013).  
David’s dietitian who worked solely in Oncology in the acute hospital Trust explained 
that she witnessed attitudes that suggested nutrition was irrelevant, or futile, once 
patients were deemed incurable. She felt this arose from doctors and nurses lack of 
understanding of the role of the dietitian and preconceived ideas on the role of 
nutrition in palliative care. Even amongst head and neck cancer patients, where 
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clinically assisted nutrition and hydration via gastrostomy feeding is more routine 
(Belwar et al. 2016), she recounted conversations where Doctors expressed views that 
nutrition and proactive nutrition support had no role to play in palliative care:  
‘I think a lot of people (doctors, nurses) thought if it’s palliative they shouldn't have a 
feeding tube and that if clinically assisted nutrition support such as tube feeding was 
employed the patient would have to stay in hospital which is not the case’ ..  
Early in her post, David’s dietitian did not feel confident to question the doctor’s views 
but as she became more knowledgeable, she began to challenge them: 
‘I am now more comfortable saying to a Doctor ‘well if they don't feel like eating 
anything, they won’t get their nutrition, so are they going to die of their cancer or of 
another disease before due to malnutrition?’(David’s dietitian) 
David’s dietitian attributed these attitudes to the Doctor’s previous experience, hence if 
the doctors rotated from a field of medicine that was curative to managing palliative 
patients, even when chemotherapy or radiotherapy was being provided, they assumed 
tube feeding was futile:  
‘I think they (the Doctors) come from say stroke care where patients are being fed and 
get better and so see the value but then come to Oncology and despite still treating 
patients with chemotherapy or radiotherapy which interferes with their eating, they 
believe that if someone is incurable (palliative) then feeding is irrelevant. It’s making 
them realise if they are going to be alive for another 6 months then we may be killing 
them as a result of malnutrition if we don’t feed them’ (David’s dietitian). 
The observation could also occur as a result of a change in emphasis from curative 
medicine to supportive care, with an increased emphasis on preserving the quality of 
life for the period of life remaining, where the perceived risk of actions is balanced 
against maximising quality of life. It may also reflect the time available to talk to 
patients and carers in the palliative care setting to truly understand their desires and 
wishes. 
8.6 Protraction of problems - Access to diagnostic tests  
Delay or lack of access to diagnostic tests previously reported by Andreyev et al. (2011) 
was apparent in this research and captured in the narrative of Martha’s dietitian: 
‘It’s difficult here where I am based because we can’t access the tests here and so the 
Gastroenterologists may not necessarily follow the same guidelines we should be 
following for the late effects of cancer treatments, this makes it very difficult’. 
She tried to work around this by taking a very thorough history: 
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‘So, it comes back to that point about learning to do a full history and find out what is 
affecting the patient and what’s important to them, that’s really valuable’ (Martha’s 
dietitian).  
This does however rely on good clinical knowledge of how cancer and the treatments 
might contribute to, and cause, symptoms that can managed. One can anticipate, in the 
absence of tests to assess gastrointestinal dysfunction, that could be treated, symptoms 
could persist unaddressed.  
8.7 Perceived futility of nutrition  
Reservations in providing nutrition support was illustrated in the specialist nurses’ recall 
of exchanges with GPs. She described how she continued to come across GPs who felt 
nutritional care had no place in palliative care. This meant when oral nutritional 
supplements were requested to support dietary intake of food and fluid, they were 
denied. The nurse attributed the reluctance to prescribe nutritional supplements to the 
GPs belief that there was nothing to be gained: 
 ‘I suspect there will be a proportion of people including GPs, who work out there, that 
still have the expectation that weight loss automatically goes with cancer and therefore 
there is nothing you can do about it….. who wouldn't see that investing time and looking 
at this side of things might be beneficial to the patient but that's maybe because they 
don’t have the experience or have seen the effect’?  (Martha’s specialist nurse) 
Whilst the benefit of nutritional supplements in relation to survivorship may be of 
questionable benefit (Baldwin et al, 2012), it fails to recognise the value of nutrition 
support in alleviating distress. This attitude was countered by the Martha’s dietitian 
who emphasised the role of nutritional supplements in providing supportive nutrition 
where providing nutrition support becomes ‘an emotional goal, not a nutritional goal, 
easing the stress around eating’. As Martha’s specialist nurse identified, Martha’s 
dietitian was equally conscious that her views were not always shared by GPs who were 
being asked to prescribe the products, and referred to many occasions where her 
recommendation was challenged. To defend her decision, she contacted the GPs to 
explain her reasoning for the product. Over time she felt this educated the GPs not only 
on her role within the multidisciplinary team but provided the opportunity to highlight 
the supportive role nutrition played in the patient’s overall management. 
Both dietitians working in the two acute hospital trusts spoke of struggles to get 
nutrition on the agenda. Although one ‘chipped away’ in trying to get nutrition seen as a 
priority by the Oncologists and hospital specialist nurses and integrated into care, 
Martha and David’s dietitian were both aware that nutrition remained overlooked, 
unaddressed and of lower priority in the acute hospital settings where they worked. She 
took it on board to educate the team around the role she could play: 
Martha’s dietitian: ‘When I was new to the oncology role, the Consultant Radiologist 
helped me to understand that side of things, but I helped her understand what I could 
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do.  And even if the prognosis was just a few months, and the patient had cachexia 
which was not reversible, I explained there were still a few things I could do that could 
help improve quality of life for patients’.  
Concluding remarks  
In this chapter I have considered factors beyond the individual that interplay to 
influence the identification and management of diet-related issues. Preedy (2011) 
acknowledged that some of the greatest challenges in palliative care are nutrition 
related. The findings in this research support this belief but illustrate that steps can be 
taken to facilitate acceptance, identify areas of adjustment and assist all in managing 
the nutrition and day-to-day issues on an individual basis. The findings contribute new 
understandings on how it takes time, knowledge, openness, active listening and probing 
to formulate and guide adjustments to alleviate diet-related issues, that are centred 
around the patient’s wishes and desires.  
In the next chapter I seek to bring all the findings together in a reflective discussion that 








































9.1 Introduction  
My aim within the analysis was to utilise the considerable insights and knowledge I had 
gained from immersing myself in the detail of the cases, to provide the reader with an 
understanding of the phenomena being described. Through the descriptive passages 
selected in the findings I hope that I have provided insights into the experiences of 
patients with incurable cancer and how they, their carers and healthcare professionals 
dealt with the complex diet-related issues in a real-world situation. Use of quotations 
from the interviews is intended to give ‘voice’ to the participants but also enhance 
authenticity. 
By identifying distinguishing features but drawing commonality across the cases, I hope 
the breadth of insight and the richness of the data has been fully utilised. My intention 
was to accurately represent the cases, add to our knowledge and encourage further 
steps to improve the management of diet-related issues through a greater 
understanding of what matters to our patients and their family members and carers.  
The new insights gained from the research are summarised below: 
I. Acknowledgement of the complexity of diet in advanced cancer that arise as a 
consequence of the cancer and associated treatment. 
II. Disruption and distortion of the eating experience which altered the meaning of 
food and how this influenced a patient, and carer’s drive, to take actions that 
focused on the preservation of the mealtime experience, routines, physical 
function and socialisation. 
III. The value of nutrition conversations as a tool to facilitate an understanding of 
the diet-related issues and what mattered to patients and carers.   
IV. Breadth of strategies co-created by patients, carers and HCPs to alleviate or 
overcome diet-related issues including adaptations, adjustment, acceptance of a 
new norm.  
V. Factors that facilitated the provision of nutritional care including knowledge 
acquisition, culture and environment. 
The discussion in this chapter draws on all the findings across all the case studies. It 
considers rival interpretations compared with previously published literature and 
explores the new understandings of the nuances of diet-related issues that I had not 
previously considered nor was evident in published literature to date. 
9.2 Food - what matters?  
In the palliative care setting, patients and family members and carers displayed a range 
of concerns related to diet and not necessarily connected to their medical problems. 
When these problems were not properly assessed and addressed, they became a 
significant source of distress, an observation previously reported in the literature (Baile 
at al., 2011, Amano et al., 2019). To provide care that is perceived as helpful and 
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beneficial it is crucial in practice to accurately identify patients’ concerns, only in doing 
so can they be adequately addressed or alleviated. 
Understanding why we eat and what we eat is also essential if we are to understand the 
challenges patients and carers face when the pleasure of eating is removed or 
diminished. For all patient participants, whilst the absence of appetite (which would 
ordinarily act as a driver for eating), and diet-related issues played a strong part in 
reducing intake, the need to eat took on a new meaning in relation to survivorship, 
strength, physicality, function and socialisation. For healthcare professionals to deal 
appropriately with the diet-related issues and appetite loss, we need to understand the 
patient’s wishes and drivers.  
The patient experience in this study informs us that the historical approach in ‘eating 
what you like’ in palliative care fails to address the diet-related concerns that are 
prevalent amongst patients and carers in palliative care. With increased survivorship 
and the extended periods that patients are now being managed palliatively, the time 
has come to reconsider the role of diet. Patients and carers are seeking guidance to 
maintain social integration, continue to have the energy to work or participate in 
everyday activities and manage weight loss and poor appetite whilst eating what they 
believe comprises a healthy diet or what is ‘normal’ for them.  
Although self and identity are complex phenomena, this study illustrated the 
relationship between the cancer, its symptoms, and its effect on food activities and 
food related identities. Eating at times was driven by necessity, devoid of pleasure and 
undertaken through a cognitive decision, in the absence of appetite, to preserve self 
(strength, physicality), survive, function and a maintain a degree of normality. 
Acceptance of this approach may be very individual and in a patient with late stage 
advanced cancer may not be possible due to the latent effects of late stage cachexia. 
Understanding this drive and a means of determining in practice the presence of 
cachexia and inflammation, may help HCPs understand and agree realistic goals for 
patients as well as mitigate concerns about unintentional weight loss and appetite. This 
is of particular relevance when we consider weight goals and what patients can expect.  
9.3 Weight - what is possible, what is desirable? 
Hopkinson’s narrative review (2018) highlighted that patients attempts to combat 
weight loss resulted in disappointment as a result of gaps arising between what patients 
expected and what was achievable. This was intensified by poor HCP knowledge and 
lack of access to sound information and interventions. One of the challenges in 
managing weight loss in advanced and incurable cancer relates to the presence or 
absence cachexia. In the presence of cachexia optimal endpoints are not clear (Fearon 
et al, 2011). In recent years it has been acknowledged that weight loss in the early to 
mid-cachectic stage may be slowed, halted and in some cases may respond to 
nutritional interventions (Arends et al, 2017). As was evident from the weight gained by 
patients at various timepoints in their trajectory of care, and palliative HCPs recall of 
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other patients, weight loss should not be automatically accepted as a natural part of the 
palliative care process unless the patient is cachectic, end of life or has a physical or 
physiologic problem that cannot be overcome. From what we learned of the patient 
cases in this research, a concerted effort to view weight in the eyes of the patient is 
needed to have meaningful conversations as to what weight might be achieved in the 
period of possible weight gain (pre or early cachectic phase) or what weight loss might 
be minimised in a cachectic phase of illness. In this study 3 of 4 patients who were 
palliative were able to regain weight lost when underlying contributory factors were 
addressed and the right dietary advice was provided. 
In contrast to Hopkinson’s research (2006, 2010) amongst a similar palliative care 
population, where staff feared raising the subject of weight and propagated a culture of 
avoidance for fear of not being able to do anything, in this research, palliative care 
professionals actively engaged in discussions with patients and families, probing to 
establish at a detailed level what could be tried or tested in relation to improving the 
diet-related experiences and the experience of weight loss. Whether this had resulted 
from the initial work by Hopkinson and MacMillan (2010), or the research within the 
setting (Souters et al, 2015) or because staff acknowledged it being important to the 
patient, was unclear but it was interesting to note that in the Hospice, talking about 
weight was not feared by staff. 
The need to help HCPs to manage difficult conversations regarding weight has been 
raised as being a difficult topic (Amano et al. 2019). The results of this study 
demonstrate that weight is high on the patient’s agenda and therefore HCPs need to be 
trained to deal with this. All HCPs in this study from the Hospice setting seemed 
comfortable undertaking difficult conversations about weight, weight loss and loss of 
appetite. This has implications for practice nationwide, as there is the opportunity to 
transfer the skills evident in this research with other hospices, hospitals and care 
settings where life-limiting, palliative conditions are being managed.  
The relevance and importance of body weight was complex not least because the 
presence or absence of cachexia which influences weight and muscle loss is not 
routinely assessed in practice. Cooper et al. (2015) highlighted in their literature review 
that cancer cachexia was a multidimensional experience for patients and caregivers, not 
always recognised and managed adequately by healthcare professionals and that our 
understanding of cachexia in the early stages of disease is limited. Literature indicates 
what is possible in maintaining weight or regaining weight lost, considering the degree 
of cachexia. My research has shown that there is certainly a role in establishing from 
the patient’s and carer’s perspective what weight they perceive to be ideal, what goal 
they have in mind, what in reality is achievable and the importance of taking time to 
explain factors that could help achieve that goal or not. The latter could include an 
explanation of early versus late cachexia, this was found to be helpful and reassuring by 
patients and carers in this study and knowledge of cachexia gave HCPs confidence to 
discuss weight as a consequence.   
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Whilst there is considerable literature on the topic of unintentional weight loss and 
cancer-related loss of appetite, weight and cachexia, this study provided an opportunity 
to explore perceptions and experience and meaning of weight loss, in patients, carers 
and HCPs and how this differed at various time points according to the trajectory of the 
disease. It was not surprising that concordance between doctor-patient and family 
members over what body weight can or should be achieved and sustained was not 
easily achieved given the complexity of the cachectic syndrome.  
Interestingly, whilst body mass index (BMI) might be a surrogate marker of function, 
strength and survivorship and is commonly used as a tool to set dietetic goals, it was 
perceived as irrelevant by patients. Instead, tying weight to function and physicality, 
understanding weight pre-illness as a benchmark, and establishing what the patient 
wished to achieve, seemed to be a more acceptable and collaborative approach in the 
eyes of the patient. 
The rate of weight loss, changes in weight, whether it was intentional or unintentional, 
were factors considered by patients and family members and the relevance reflected on 
in relation to wellness, living, surviving. There may be gender differences in the 
patient’s ideal of what is a normal body weight as well as what their historical weight 
was and hence what they considered ‘normal’ for them, needs to be appreciated. The 
concept of desires for body weight has implications for the HCPs for if we fail to grasp 
the relevance of weight and what patients consider normal for them, we are less able to 
advise and manage weight according to the patients’ and families’ wishes. 
Whilst on the one hand a patient may want to be heavier than the HCPs want them to 
be, in contrast some patients may be less bothered by the weight loss in terms of 
weight on scales but bothered by the weakness that arises, in other words whilst not 
affected by readings on the scales, weight may be important in relation to self, identity 
and function. This highlights the importance of HCPs taking into account an individual’s 
history and personal desires during treatment and beyond, rather than weight and BMI 
at a point in time.  
In this study several HCPs and patients recognised the value of nutrition in supporting 
or maintaining physical function and activity. Functional decline or loss of function may 
not only impact on independence and ability but also compromise a person’s sense of 
self and dignity. As was also evident in this research, significant wasting and weight loss 
can add to the fear of closeness of death. In the early to mid-palliative phase of 
advanced cancer it is now apparent that providing nutrition to meet nutritional 
requirement to preserve weight and lean tissue (muscle) is possible (Arends et al, 2017). 
This offers the optimism that patients seek in both preserving body mass and weight, 
not ‘wasting away’ unnecessarily and maintaining function.  
In relation to function, as more patients are surviving and expect a reasonable quality of 
life, rehabilitation in palliative care is gaining ground (Harding et al., 2019). It is clear 
from the literature and some of the practitioners interviewed in this study that they see 
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nutrition going hand in hand with function and that nutrition and physical training and 
conditioning influence each other and therefore a joint role should be promoted 
through clinic settings. With activity being encouraged as a core component of several 
cancer pathways, the creation of joint nutrition and activity clinics in palliative care, 
which are beginning to emerge, may provide a channel in which QoL can be improved 
or maintained through preservation of weight, self and function in those that are 
palliative. Future dietetic and management strategies should begin to reflect the need 
to combine physical therapy and conditioning programmes, alongside nutritional 
interventions to stimulate muscle preservation, accretion and maintain function in 
relation to everyday activities to be expected by the individual. 
9.4 A renewed focus on diet-related issues  
In the acute setting there has been national drives to detect the risk of malnutrition, 
however even in the absence of malnutrition, or before malnutrition arises, diet-related 
issues and dietary challenges warrant being identified to establish the problems and 
symptoms patients and carers were facing and the need for help and advice. In the 
palliative care setting, the risk of diet-related issues being overlooked was potentially 
mitigated by the use of the holistic patient led assessment for nutritional care tool 
(‘PLANC’ - appendix 10, pages 196 - 198) that incorporated prompts to identify likely 
problems but as was evident in the section on nutrition conversations, ‘PLANC’ was only 
the starting point. The findings indicate the need to incorporate dietary assessments 
into healthcare reviews not just through a simple malnutrition risk tool but though 
questioning and ‘nutrition conversations’ that focus on diet-related issues that are 
relevant and important to the patient and other family members or friendships.  The 
questioning on nutrition and diet-related symptoms, not only facilitated the 
identification of issues arising but embedding it in the holistic assessment of all patients 
under care of the Hospice (in-patient, outpatient and out-reach) has potentially 
transformed the perception of nutrition within the organisation  through it being a 
component of every day practice.  
Structured questioning, as recommended by Laur (2015) could be incorporated into 
assessment tools but equally, as was evident amongst HCPs who dealt with the issues, 
probing and questioning around daily routines, food related activities and a review of 
symptoms that might relate to diet and nutrition, were an important part of identifying 
what mattered to patients and carers and where nutrition related matters sat within 
the patient’s and carer’s hierarchy of needs. 
Barriers to screen for malnutrition and nutritional issues continue to be reported (Green 
et al, 2013, Harris et al, 2019). It was interesting and reassuring in this study to observe 
that HCPs not only took the time to question patients and carers about dietary habits, 
diet-related issues but that this led to actions and advice on how the patients and carers 
might modify diet and make small incremental changes to overcome, or at the very 
least manage the issues. This study also identified factors that facilitate nutritional care 
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at an organisational level. A cultural shift away from tick box checks and a move to 
more engaging conversations as was observed, might facilitate the identification of 
issues and lead to appropriate nutritional care planning that delivers the holistic goals 
palliative care seeks to achieve.  
As previously identified by Cocher et al, (2010) and Valentine, (1999), when life may be 
limited timely interventions are paramount. In this research deterioration in health 
brought about changes in food related activities. In turn this impacted on identity 
including identity related to socialising and engagement with family and friends. 
Patients and carers coped with this to varying degrees which in part related to the 
severity of disease, the issues experienced and solutions identified. 
International opinion suggests ‘therapy to maintain normal body weight and 
composition, exercise capacity and the ability of a patients to benefit from anti-cancer 
treatment, should be considered an integral part of the package of care offered at each 
stage of the disease’ (Aapro et al, 2013). Despite frequent hospital outpatient 
attendances and very high value treatments such as chemotherapy, the outcome of 
which may be adversely affected if nutrition is not addressed, pleas for advice on 
nutrition from patient and carers went unheeded. Engaging with the wider healthcare 
team including Oncologists, surgeons, radiologists and Consultants where diet-related 
issues in cancer types are prevalent, remain very much needed. Education on the value 
of nutrition, what it means to patients and carers, and impact on outcomes, including 
when it is ignored or undervalued, is required to gain attention to this area of medicine. 
Differing perceptions on the role of diet and the meaning of food in advanced cancer 
and the management of symptoms were evident between patients, carers and HCPs. 
The indiscrepancies and varying attitudes became more apparent in the participant’s 
interviews when they referred to their experience with the acute teams, with several 
struggling to obtain help to deal with diet-related issues via their Oncologist, an 
observation raised previously by several authors (Bozzetti 2015, Arends et al., 2017, 
Flynn et al., 2018 )  
A focus on cure, investigations and medical interventions in the acute sector as well as 
lack of training in nutrition, may be a reason that diet appears lower down the list in the 
hierarchy of care. As this research shows, its prominence in the patient-carer 
experience means that failing to address diet-related issues may fail to address matters 
that are important to patients and carers. 
Although it would be difficult to achieve perfect agreement of the patient experience 
and what we as HCPs perceive as a problem (for example as individuals we perceive 
pain, symptoms differently), a clear understanding of the factors affecting patient-
clinician discrepancies and lack of concordance is important to understand and 
overcome, not only in building and maintaining trusting relationships but also in 
determining patient-centred care and support for carers. In the study by Chandwani, 
(2017), discordance between patients reporting of severity of symptoms and clinicians 
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were due to clinicians underestimating the degree of bothersome of symptoms. 
Chandwani observed that referrals to other services were based on their own 
judgement of symptom severity not the patients. In my research, a similar phenomenon 
was observed from the patient and carer narratives, particularly in relation to hospital 
care. If HCPs fail to heed what is important to the patient or the carer in relation to 
symptoms relating to diet, referral to services that may be able to help are possibly 
hindered. This highlights the importance of gauging the presence and relevance of diet-
related issues from the patient-carer perspective by members of the healthcare team if 
patient-centred care is to be achieved.  
Whilst it may be difficult to say that earlier dietetic advice would have made a 
difference, if a clinician makes referrals and recommendations to other members of the 
healthcare team such as dietitians, based on their own personal rating of the severity 
and impact of symptom, and nutrition does not resonate as a need, then patients may 
suffer from delays in access to specialist services. What is evident though is that when 
dietetic solutions were finally sought, the effect was beneficial.  
Across the board, cancer affected the ability to eat in different ways. This in turn 
impacted on the meaning of food, function and the ability to perform tasks and engage 
in food-related activities. As changes occurred at varying time points, were potentially 
unpredictable and were affected by changes in symptoms, HCPs need to be astute to 
change to spot the emergence of diet-related issues. Continual assessments and 
vigilance are key and the results of screening for symptoms and sequential weights 
should be visible and accessible to HCPs. An awareness to new issues arising is essential 
to initiate new or different advice required and in the case of weight and pleasure 
around eating, may represent the need for a change in emphasis. 
From an ageing population with multi-morbidities, new ways of working to manage a 
range of conditions requiring palliative care will require increasing knowledge for 
multiple disease states. Shared care, shared records and good communication including 
communication with patients and carers will be key for this to happen. 
9.5 Socialisation and adaptation  
Frustration and isolation were particularly challenging when difficulties in eating and 
drinking impacted on family interactions and routines. In David’s case this related to 
tube feeding. Rose and Howard (2014) and Brotherton et al., (2012) commented on the 
exclusion experienced at social occasions through tube feeding. In this research 
isolation and frustration was experienced by all patients when oral intake was 
disrupted, the impact was felt by patients and sensed by carers. In this research lack of 
support and detailed assessment led to avoidable and unnecessary suffering. 
A variety of solutions were to hand, including those learned by patients and carers and 
those created by the staff’s former experience or in thinking creatively around the 
challenges. In this research study, patients and carers undertook a range of coping and 
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adaptive strategies to maintain a sense of self, integration, identity, sometimes self-
identified and other times supported by HCPs. Examples of successful strategies 
included baking for the coffee club, going out for afternoon tea or serving buffets rather 
than a sit-down meal, adjusting feeding regimes to encourage integration, eating just a 
mouthful, sham eating.  
With the dynamic nature and evolution of symptoms and change, it is clear that a fluid 
approach to management is required if we are to better support our patients and carers 
in dealing with challenges. Whilst we can learn from patients, carers and each other, it 
is evident that solutions are based on a multiplicity of approaches which include 
identifying what matters to the patient, being pragmatic and realistic about what might 
be possible, communicating what may be possible  to patients and carers and 
identifying what could be fixed and what could not and therefore needed to be 
managed. 
Whilst tube feeding can be life-saving and weight preserving, the burden of tube 
feeding on quality of life is not to be underestimated (Brotherton et al., 2006, Blodt et 
al., 2018). In Brotherton’s paper a series of prompts to facilitate assessment of patients 
on tube feeding to better manage feeding and improve quality of life was identified. 
Although published over 10 years ago the findings from my research show that the 
framework Brotherton recommended has not necessarily found its way into clinical 
practice. Adopting recommendations from research into practice continues to represent 
a challenge in delivering and improving care.  
Tong et al. (2009) reported that despite a high prevalence of malnutrition and nutrition 
impact symptoms in medical oncology patients, only half of the group had access to a 
dietitian to guide nutritional interventions. The role of dietitians in palliative care and 
hospice care is recommended by NICE (2006). Given the emerging evidence outlining 
the impact of diet-related issues on quality of life and the importance of addressing diet 
related issues to alleviate stress and anxiety, one would anticipate that there is a call for 
dietitians to be working as integral members of the interdisciplinary teams in palliative 
care.  
In care settings where a specialist dietitian was available or where there was open 
access to the specialist dietitian (minimal barriers to referral and appointments), 
participants referred to the ease with which they could access advice. The ease of 
access to advice was also commented on when under the Hospice care. Whilst the 
advice may have not always led to resolution of diet-related issues, there appears to an 
element of reducing the anxiety by acknowledging the problem and having an HCP to 
discuss it with.  
The aesthetic expression of food and its central role in celebrations of life are known to 
become challenged when illness and disease are present. In this research the altered 
meaning of food, differing experiences and broad range of issues evident amongst all 
participants, indicated the need for tailored advice. All patient and carer participants, 
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and some healthcare professionals, demonstrated a resilience and a remarkable ability 
to adapt circumstances, to recreate the environment and new ways of eating, to enable 
food to continue to be a social vehicle. 
Many of the participants experienced dynamic changes in health as they were subjected 
to treatment such as radiotherapy, surgery, chemotherapy. Side effects and the 
treatment itself created changes in health status which further threatened the social 
context of food activities both in the way participants shared meals with others but also 
shared responsibilities in the household around food and activities. Such changes could 
be anticipated, and tailor-made resources may help. 
HCP and carers need to identify that changes in the social context of food activities may 
have an important implication for maintenance and changes in identity. Support in 
establishing a range of activities that alleviate the distress associated with not being 
able to enjoy and participate in meals and eating out, need to be uniquely handled to 
suit the individual needs.  
Hopkinson (2007) reported that eating problems encountered by patients were often 
coupled with low expectations of the healthcare professional’s ability to achieve 
successful palliation in this area. Amongst the staff specialising in palliative care who 
were interviewed - which included a dietitian, MDT Assistants, a physiotherapist and a 
specialist Hospice nurse, evidence existed to demonstrate that all HCPs strived to seek 
solutions in conjunction with patients and carers. In the absence of advice from 
healthcare professionals finding solutions to the issue of weight loss, Hopkinson (2006) 
provided evidence that patients subsequently found their own solutions. This was true 
for the patients and carers in this study who sought to change their diet or adjust tube 
feed, to make a difference to nutritional intake and body composition. The exception 
was Martha, who was interviewed when closer to the end of life. At this stage it was 
apparent to Martha herself, and her HCPs interviewed, that little could be achieved to 
reverse weight loss at this late stage, considerable effort and time had however, been 
invested in this aspect of care earlier on in her journey.   
New to this research was the resilience and endeavour to manage the issues and create 
solutions that was evident amongst patient and carers and HCPs with palliative care 
experience. Differences observed by patients and carers through their experience 
recounted during the earlier phases of care and the acute setting’s attitude to nutrition, 
may reflect the focus on treatment and cure, a lower priority given to nutrition or the 
notion that in palliative care little can be done so why bother. 
The adoption of both reactive and proactive coping strategies has the capacity to enable 
the patient and carer to effectively accept and, in some respects, embrace the daily 
realities. The palliative care team illustrated how they facilitated the development of 
effective coping strategies, learning from the patient and carer experience and 
encouraging self-management through adequate support and the provision of timely 
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information and services. This seems paramount for an individual’s sense of well-being 
and yet in the acute sector, with a focus on treatment, this seemed overlooked.  
Associations between being able to eat and drink and survivorship and overcoming the 
loss of appetite associated with a feeling of deterioration are well reported in the 
literature (Hopkinson 2006a, 2006b).The complexity of cases and the dynamic nature of 
the cancer, associated treatments and symptoms on diet and nutrition presented a 
considerable clinical challenge to all practitioners. In this study patients and carers were 
confronted with multiple and simultaneously occurring diet-related problems. Patients 
and carers expressed a desire for timely, flexible approaches to dealing with the 
nutritional issues. Given the various mindsets of patients – those who have a drive to 
survive particularly demonstrated earlier in the trajectory of the disease and those who 
are approaching the last few weeks of life , HCPs need to continuously monitor and 
assess for diet-related issues if patients and carers are to be provided with timely advice 
and deal with the psychosocial and biodynamic nutritional issues that arise in 
populations of patients living with a diverse range of nutrition and diet-related issues. 
It was evident that a patient’s desire for knowledge will vary as will the extent patients 
and carers will seek and adopt measures to resolve the issues. HCPs therefore have to 
gauge how proactive to be in pursuing dietary change, for example too intense a 
dietetic intervention towards the end of life could be harmful through the associated 
distress it might cause, particularly if unrealistic expectations are set. HCPs with 
experience in palliative care referred to adjusting advice according to patient 
circumstance and the patient’s desires. In some situations, patient and carer reports 
highlighted a near dismissive response by some HCPs to the patient experience 
including ignoring carer concerns with regard to diet. Better designed resources could 
enhance certainty about suitable actions and enhance decision-making when so much 
else, such as prognosis and survivorship, remain uncertain. 
Evident in the patient and carer narratives was a trend that patients and carers received 
the most tailored advice based in the palliative care setting or under the care of 
members of the palliative care team. Failure by the acute care team including 
oncologists, to address concerns regarding diet-related issues were apparent in the 
patient / carer journeys.  Collaboration amongst the multidisciplinary team – 
oncologists, dietitians, nurses, surgeons, physiotherapists, occupational therapists, 
speech and language therapists, catering, carers and patients remains a concern and 
addressing this is long overdue in an age of inter-disciplinary teams, working across care 
settings and where nutritional advice is clearly valued by patients and carers. 
Professional boundaries and a paternalistic approach to medicine were less evident in 
the palliative setting where patient voice was given priority on ‘what mattered to them’. 
Staff heeded concerns from carers as well as patients whilst retaining a focus on the 
patient. A determination to make a difference to the patient’s experience prevailed 
even when faced with the uncertainty of the period of life remaining. The palliative 
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team showed flexibility in their approach according to where they felt the patient was in 
their trajectory i.e. whether to encourage, coerce or relax the delivery of information 
and advice. 
HCPs in the palliative sector and with palliative experience accepted that they did not 
always have solutions but by listening, learning form others, building and drawing on 
patients and carers they had previously been involved with, they demonstrated 
resourcefulness from an expanding toolkit when available. 
In this research, the patient and carer experience related to tube feeding to illustrate 
how imperative it is for service providers to recognise the need for knowledge amongst 
patients and carers and adjust delivery of care and information accordingly. The 
recommendations by Brotherton et al (2006) on supporting patients to manage home 
tube feeding remain as relevant today as when published and emphasises the ongoing 
need for a structured framework to guide nutrition assessments for patients on home 
tube feeding, particularly when experience is limited and the need to integrate such 
frameworks into the curriculum and professional development to enhance the 
knowledge of practitioners managing home tube feeding. The negative experience of 
the participant on tube feeding in my research was put to good use as it led to several 
new national resources co-created with one of the participants was developed. 
Food today is very much a social vehicle, bringing friends and families together. The 
informal patient / carer coffee clubs and group courses provided the environment in 
which social links were made through food. It is also a conduit where ideas were shared 
and new ideas generated to benefit all. A national blog of what works could be 
considered. 
Peer support, interactions with other patients and other carers was perceived to be 
constructive and helpful amongst patients and participants. Expert patient programmes 
seek to utilise the skills and experience of patients to inform other patients. In palliative 
care there was no evidence of patients being used in this way perhaps because of fear of 
putting them in a position of responsibility when life may be limited. However, given the 
current duration of survival in living with a palliative condition the value of patients and 
carers in educating and informing others could be considerable and support the 
implementation of social prescribing.    
9.6 Adjustment  
In 2001, Brennan suggested that ‘although the term adjustment is widely used in the 
psychology literature and is a topic of central importance in relation to the lived 
experience, mechanisms have rarely been described’. 
Adjustment often refers to the psychological processes that occur over time in an 
individual, family members and friends. Adjustment can help individuals manage, learn 
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and adapt to the changes arising and is particularly relevant amongst patients having to 
deal with long-term, incurable illness and its treatment such as incurable cancer. 
Adjustment can imply an element of acceptance to a deteriorating situation and this 
was noticed in patients and family members in this research. In my research most of the 
patients and carers adjusted to the situation, the extent was variable so with some the 
adjustment was a compromise (adjusting to tube feeding), others a degree of 
resignation was observed which perhaps was associated with loss such as loss of 
functional activity like swimming, whilst in others there was a positive gain, for example 
meeting the wife after work for afternoon tea. Brennan (2001) observed that 
adjustment may not always be for the worse with personal growth arising out of the 
adverse circumstances. This was true across several of the cases where both patients 
and family members made personal adjustments to create a more positive 
environment.  The term adjustment is often used in cancer and health psychology to 
indicate a return to premorbid functioning. My own research amongst patients with 
palliative conditions illustrated though, that food related activities were unlikely to 
return to the premorbid state for some, particularly in the latter stages of disease, in 
some cases, this happened early on but that did not mean that the individual did not 
adjust. In reality adjustment resulted in acceptance of a new or at least different norm. 
Understanding the degree of adjustment and, where necessary, supporting acceptance 
appeared of key concern for those seeking to support patients and families with diet-
related issues arising from incurable cancer. Whilst for some participants the 
adjustment was a continuous process, for others adjustment arose from one point in 
time, a steady state could then be present and then later another issue arose that 
warranted addressing. This means that dietary advice and nutritional care cannot be 
delivered at a specific point in time and indicates the importance of ongoing assessment 
and surveillance. Time frequency for repeat nutrition assessments will be dependent on 
the individual and their own  experience but rather than risk overlooking issues, 
building prompts into the care pathways and routines e.g. sequential weight mapping, 
questions about appetite and social routines, may go some way towards identifying 
issues and ensuring nutritional care is on the agenda. 
9.7 Delivering patient-centred care  
In my research, lack of concordance led to loss of trust and confidence. In the study by 
Chandwani, 2017, discordance between patients’ reporting of the severity of symptoms 
and that of the clinicians, arose due to an underestimation of impact by the clinicians of 
the symptom on the patient. This has implications for those who are palliative if 
referrals to other services such as dietitians is based on a Clinician’s own judgement of 
symptom severity and the clinician underestimates the impact. Given the literature 
identifying the low level of attention paid to nutrition by Oncologists, if a patient is 
having diet-related issues and raises it with the Oncologist but they underestimate the 
impact then a referral to dietetic services may not be made or information not 
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provided. This might explain the lack of response, notable in the acute sector in 
providing dietary advice when patients or carers raised they, or their partner, was 
having problems. 
Whilst it may be difficult to say that earlier dietetic advice would have made a 
difference if a clinician had acted and referred earlier, evidence in the case studies of 
the impact of a dietitian or palliative care professional once they got involved was 
evident amongst several patient and carer participants. 
Although NICE guidance (2004) recommends that dietitians should be part of the MDT 
in palliative care the number of dietitians working in palliative care remains low (Pinto 
et al. 2016) and posts are not consistently present across the UK (Hospice UK survey). 
Access to the skills of a dietitian were considered of value in this study. Promoting the 
role of the dietitian through research and audit and service evaluation may result in the 
creation of more posts in Hospice settings and palliative care teams. 
The discrepancies apparent for a patient on a texture modified diet, evident from the 
dietitian’s interview, and the lack of belief by nursing staff of the patient’s lived 
experience, emphasises the need for professionals to come together when either the 
evidence is absent, or knowledge is limited to ensure that patients and carers are not 
left confused and feeling not listened to. 
The patient experience in this study along with commentary from the dietitian 
illustrated the importance of managing swallowing problems appropriately to maximise 
patient choice and optimise the oral eating experience. My own knowledge and 
observations of patients with dysphagia (swallowing difficulties) arising from a physical 
obstruction or mechanical issues, suggests this should be handled differently in some 
respects to swallowing problems that arise from a neurological issue. In this research, it 
was apparent that information given to the patient and carer was not only limited and 
confusing but did not incorporate ideas on transitional foods which could have 
enhanced the patient’s eating experience by allowing solids that converted to a paste in 
the mouth on chewing and that could then be safely swallowed. The new International 
Descriptors for texture modified diets (IDDSI, 2016) has since been launched and if this 
is routinely embedded into practice, and the resources that support it reach the 
patients and carers, one hopes this will improve the patient experience. 
Not making time to listen, nor actively listening misses cues that indicate the need for 
symptom resolution or the alleviation of distress symptoms or information needs 
amongst patients and their carers pertinent information. As this research demonstrated 
this can then lead to tensions and a breakdown in trust between patients, carers and 
HCPs.  
Failure to hear what matters to patients and carers not only conveys a lack of respect, it 
may also result in unnecessary interventions This was evident in the patient narratives 
when patients expressed concerns about diet and these appeared to go unheeded, 
 123 
unanswered, their experience contradicted the relationship with the HCP broke down. 
Although I was unable to witness this first hand and only heard the patient and carers 
narratives, several cases reported this. 
Allowing time and listening to the patient experience would enable HCPs to establish 
what the patients know and subsequently build on their knowledge and needs and not 
undermine it. By allowing the patient and carer to explain what they know and 
understand allows the HCP to fill the gaps and sensitively address or put into context 
misunderstandings and misconceptions. Where patients and carers held specific beliefs 
or in sharing their experience this was met with disbelief because it did not seemingly 
‘fit the box’, their position was undermined. In turn this broke down the trust between 
the HCP, patient and carer. This observation highlights the need for HCPs to accept that 
patients and carers are living the experience and their views may differ from our own. 
Rather than prejudge such situations which risks misdirection of care, we should 
endeavour to understand what our patient’s belief is based upon, ascertain whether 
harm or benefit may be incurred (seeking advice from experts if our own knowledge is 
insufficient) and gently advising them otherwise if their belief or actions are thought to 
be potentially harmful. This research illustrated that it is not in their interest to 
contradict them as it may fuel the distance between ourselves and the patient and 
carer, and is likely to create unnecessary hierarchies, tensions and erode trust. 
What was evident in the palliative care setting was that when HCPs acted with humility, 
respected the patient and carer experience it was more likely that all involved joined 
forces, built trust and broke down unhelpful barriers and hierarchies.  
In an attempt to move away from paternalistic style medicine, patient choice and 
autonomy have gained leverage amongst healthcare circles. Patient-centred care as it 
has become increasingly referred to, differs from the more historical approach where 
the doctor ‘knows best’, in which patients were less likely to question decisions made. 
Patient-centred care can be open to critique for how a patient can experiencing a 
disease for the first time be expected to make choices on treatment in comparison to a 
practitioner with many years of knowledge, training and expertise.  In this study all 
patients and all carers developed expertise to manage some if not all of the diet-related 
issues. What seems important from the patients and carers perspective is that it takes 
time to acquire knowledge and patients and carers need supporting during that time, 
that acquired knowledge should be respected and that knowledge from the HCP can be 
added to further empower patients and carers to take control if that is their desire. As 
was evident from patients and carers in this study, there was mixed views and 
experiences with patients and carers not feeling ‘heard’ nor ‘listened to’, whilst other 
HCPs embraced what they could learn through listening to the patient experience, 
showing humility in doing so. With co-partner working being promoted in healthcare all 
HCPs should ensure that they listen to patients and carers not only for the purpose of 
acknowledging the patient experience and avoiding undermining them but also striking 
a balance to ensure their information needs are met when they arise and are not 
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ignored. This was true for the patient who became an expert in managing his tube 
feeding but this did not happen quickly, required many sessions on the journey and 
some negative experiences.  
Family members are often integral to the lived experience of any chronic disease 
(Goldenberg & Goldenberg, 2007, Dunn, 2010) and due to inter-relationships between 
diet and social interactions, it would be inappropriate to consider the patient in 
isolation when considering nutrition and diet, unless it was the patient’s wishes. 
Discussions with both patient and partners within this multiple case study approach 
gave insights into the family circumstances and how care could be adapted to suit the 
family. The carers’ experience was of considerable importance and highlighted the need 
to ensure, with the patient’s permission, that the knowledge and understanding of 
those caring for individuals with a palliative condition are addressed to facilitate 
adaptation, for example when family meals are disrupted, and dietary modifications are 
necessary. It was apparent that openness within the family with regard to the diagnosis 
and disease trajectory, and sharing issues around eating and drinking, helped patients 
to cope. This may of course not be applicable for all patients and families.  
It is disappointing in an era of ‘patient-centred’ care that staff did not heed the patient 
experience at times and based their advice on a set of assumptions of how one might 
react to treatment, what foods one might or might not be able to swallow. As 
highlighted by several staff, patients and carers provide us with valuable insights into 
self-created strategies and being receptive to them provides the opportunity to learn 
not only about the experience but what ideas they have in relation to managing the 
issues. 
Some patients and carers identified their own solutions but this was more in the 
absence of advice rather than choice. With the dynamic nature of some of the issues 
experienced in palliative care, it would be difficult and unrealistic to expect patients and 
carers to have all the answers themselves when faced with diet-related issues. If, 
however, we are to build trust in our relationships to manage the situation, rather than 
the notion of self-management and self-directed care, we should ensure that patients 
are engaged in the process and where possible reduce the demands on the healthcare 
system. Surprisingly despite the emotional challenges of being palliative, patients did 
demonstrate a desire to ‘self-care’ and ‘self-direct’ care, some more than others.  
Creating authentic, patient-centred care has been a focus within our healthcare systems 
for the past decade. Best practice guidelines can be created to facilitate care and indeed 
I have participated and led on such initiatives to improve care. The weakness with 
guidance and pathways is they fail to address the complexity which may be true for diet 
and palliative care particularly where psychosocial issues take precedence over nutrient 
provision.  
In undertaking this qualitative research, I felt my listening skills were enhanced which in 
turn assisted my development as a practitioner to deliver patient-centred care. Fuelled 
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through my growth and confidence in working in palliative care I have become an avid 
promoter of the philosophy and principles of palliative care. I believe that a broad range 
of healthcare services could benefit from the philosophy, which relies on ‘impeccable 
assessment’ and engagement and hearing the patients voice to create the care that 
would alleviate issues that were perceived to be the most bothersome to patients and 
carers. Such an approach has the potential to reduce the number of episodes of care 
where care fails to deliver patient expectations due to our focus on what mattered to us 
as practitioners rather than what mattered to our patients and carers.  
9.8 Skills and knowledge  
Whilst enthusiasm for nutrition amongst the HCPs was evident, skills to assess and 
create solutions to manage diet-related issues continues to rely on adequate training 
and knowledge and requires resources that can be tailored to the individual. This has 
implications for the training of HCPs. Attempts to improve knowledge and awareness in 
the hospice setting were evident from the courses available which were also shared 
externally with other HCPs from other care settings such as care homes. Attempts to 
improve the profile and knowledge of nutrition in palliative care was evident across all 
settings including the two hospital through concerted efforts of dietitians, nurses and 
nutrition champions. Awareness is a pre-requisite for diet-related issues to be 
recognised, there is therefore good reason to embed nutrition in the curriculum of all 
HCPs, especially as diet-related issues are a factor in both disease prevention and 
disease management. 
With increasing complexity of patients, knowledge and understanding was a key theme 
that emerged throughout all accounts by all participants. Close observation and 
tailoring of nutritional care to specifically take into account the individual patient and 
carer experience featured strongly in the hospice environment perhaps due to more 
time being allocated to discuss patient and carer concerns. In the acute setting perhaps 
as a result of time pressures, less experienced staff, a focus on routines and 
‘standardisation’ of care, information and advice on nutrition was less individualised. 
Although the patient and carer developed expert knowledge of tube feeding, 
swallowing difficulties and dietary needs, their experience was at times not 
acknowledged and even refuted and contradicted by some staff they came into contact 
with. This in turn served to undermine the patient and carer-clinician relationship 
Supporting those with life threatening illness and end of life care and creating a culture 
and environment that supports exploration of issues is not easy to achieve (Schwartz et 
al, ASPEN 2016). HCPs in this study illustrated their capabilities in drawing out what was 
important to patients and carers using advanced communication skills that could be 
treated through probing. What was evident from the interviews and analysis was that 
HCPs in palliative care, in a variety of positions, seniority, generalist and specialist, 
probed and questioned in a sensitive manner to drill down to what lay at the heart of 
the issues for patients and family members and carers. An advanced communication 
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skills course was found to be available to all staff in the Hospice setting. HCPs listened to 
and acted on their reflected lack of knowledge to create new knowledge, confidence to 
identity and probe for nutritional issues arose. 
Discussions about the options for dietary modification, adjustment of meal patterns, 
managing the sense of loss when not able to eat and being familiar with all tube feeding 
methods, with ample time for patients and family members to gain an understanding, 
helped the patient and family work towards decisions that ease the challenges faced 
and allow individuals to regain control and regain a sense of purpose in relation to meal 
preparation and provision.   
It is evident that to successfully manage the realities of a progressive condition, one 
needed strike a balance between proactive and reactive coping and at times patients 
and carers oscillated between the two. The adoption of both reactive and proactive 
coping strategies has the capacity to enable the patient and carer to effectively accept 
and, in some respects, embrace the daily realities. The palliative care team illustrated 
how they facilitated the development of effective coping strategies by learning from the 
patient and carer experience and encouraging self-management through adequate 
support and the provision of timely information and services. This seems paramount for 
an individual’s sense of well-being and yet in the acute sector, with a focus on 
treatment, it seemed overlooked. 
Lack of interest amongst Oncologists was apparent in the patient experience in this 
study. De Souza et al (2015) referred to lack of nutrition in medical curriculum being a 
root cause. Similarly lack of nutrition in nursing curriculum has also been cited as an 
issue in dealing with today’s healthcare issues and supporting patients to make dietary 
changes that benefit their situation. Moves to address this are beginning to emerge. 
Improving nutritional input into medical curriculums to create doctors of the future, 
who acknowledge the role of nutrition, and the relevance to patient care and the 
patient / carer experience is a key recommendation.  
It was evident from the hospice nurse and the interview with the dietitian that their 
professional knowledge was strongly influenced by experience in practice. This reflects 
the importance of the workplace as an environment to support learning and highlights 
the need to ensure that knowledge can be gained early on in clinical posts so that lack 
of experience does not hamper best care for the patient. Case studies, mentoring, 
shadowing, in-house training, and the patient / carer experience all played a role in 
enhancing knowledge.  Perhaps paying more attention to, and including experiential 
knowing within learning environments, a key component of healthcare education 
emphasised by Eraut (2000, 2004, 2007) may help to create a greater balance between 
scientific, clinical and technological knowledge.  
All except one of the HCPs interviewed had worked in both the acute and primary care 
settings before moving into palliative care later in their careers. This might represent a 
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natural progression as palliative patients often present with a multitude of problems 
which relies on experience to deal with. Experience of working in the community 
setting, for example district nursing, community home enteral feeding, rehabilitation, 
appeared to bring confidence to the role in palliative care for all professionals and all 
participants spoke of the positive benefit of having worked in other settings before 
moving to palliative care. This does question how one might gain that experience 
without years of training and as yet there appears limited opportunities for specialist 
training in palliative care including in dietetics. 
In 1997, Seely and colleagues highlighted that the complex nature of palliative medicine 
warranted the need for specialist training. Often confronted with patients with ‘multiple 
diseases, complex symptoms and syndromes’ Seely argued that meticulous attention to 
the patient and treatment is required to deliver the best care and that exceptional 
communication skills are crucial to be able to respond to all the needs of the patient 
and the family; psychological, spiritual and physical.  
In a similar vein, Schroeder 2018 emphasised that nurses involved in palliative care face 
the challenge of combining the art of caring and the science of medicine into a cohesive 
model that reflects compassionate, individualised care regardless of the environment. 
With the palliative care team now comprising a more diverse range of professionals, all 
HCPs involved in delivering palliative care, face similar demands. Hence it would be 
logical to assume that essential skills cited by Schroeder for nurses are also required by 
other professionals. 
Currently, there is no standard education for palliative care allied healthcare 
professionals or nurses. Competency frameworks for a range of healthcare 
professionals are beginning to emerge, a recent example being the Irish competency 
framework  https://aiihpc.org/wp-content/uploads/2015/02/Palliative-Care-
Competence-Framework.pdf. To achieve quality in care provision healthcare workers 
need to possess appropriate competencies. The Palliative Care Competence Framework 
wad developed in Ireland as a valuable tool in supporting staff to achieve this goal. The 
competence framework aims to guide continuing professional development to identify 
training needs and foster competences where required, in the Hospice setting where 
this study took place it was introduced as a framework to guide continuous professional 
development amongst practitioners, as I completed this thesis. 
In practice this study showed that many of the HCPs drew upon years of experience to 
deliver what they felt to be the best care, tailored to the individual. All of the palliative 
HCPs interviewed demonstrated cross-working with other disciplines both within the 
organisation and outside the organisation with other care provider. 
In light of the broad range of issues experienced across the cases, it is likely that HCPs 
will continue to require a wide variety of education, training, and clinical experience. In 
this study, HCPs with palliative care experience illustrated that they were capable of 
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adjusting their frame of mind from one which revolves around cure to one that focusses 
on patient and carer needs in whom issues and requirements oscillated over time. As 
diet-related issues were social, physical, psychological and influenced by cancer 
including treatments, the complexity was not to be underestimated. Issues were often 
bound up together such as diarrhoea or other symptoms, impacting on the ability to eat 
and inducing fear associated with eating. Advanced skills of communication were 
important to tease out the inter-relationship between symptoms and diet and the social 
experience which was not always obvious. Addressing what mattered and what could 
be done required motivation and a desire to explore the issues through conversations 
to be able to advise on solutions and potentially make a difference to the patient’s and 
carer’s experience. 
With increasing numbers of patients living with and beyond cancer, including those with 
incurable cancer, there will be an increase in the number of requests for advice 
(MacMillan 2019). The need for sound, evidence-based professional knowledge and 
resources to assist patients in dealing with the complex issues and tailoring advice to 
specific needs is therefore paramount. 
9.9 Self-management 
In a financially stretched health service, the importance of self-management and the 
expert patient has gained greater momentum to facilitate meeting additional and 
growing demands of an ageing population with multi-morbidities. Lord Darzi has been a 
strong advocate for patient-centred care, self-management and cohesive partnerships 
within the professional team in long-term conditions (Darzi - King’s Fund, 2008 and 
Health Care Foundation, 2015). The case studies exemplified how these elements are 
important in achieving a positive patient and carer experience whilst not abandoning 
the patient nor providing insufficient information. When time permitted, as elucidated 
by the patients as recipients of care in the hospice, communication and decision making 
for both the patient and carer improved and enabled the patient to better care for 
themselves or adapt to cope. It was evident when patients and carers reached a stage 
where enhanced knowledge, acceptance and adaptation to the realities of the condition 
were achieved and they could engage in everyday life to more clearly meet their 
expectations. What was evident with the changing nature of issues patient and carers 
developed, was the need to ensure HCPs possess the expertise to manage diet 
according to symptoms at a point in time, which requires adjustment and advice on 
how to adapt again when symptoms change. This has implications for the management 
of diet-related issues, including the information and the advice offered to support 
patients and carers. If we are to facilitate coping and adjustments to a new norm, this 
finding emphasises the need for follow up and ongoing vigilance by members of the 
healthcare team. 
In an attempt to move away from paternalistic style medicine, patient choice and 
autonomy have increasingly gained leverage amongst both academic and healthcare 
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circles. This differs from the more historical approach where the doctor knows best and 
patients were less likely to question decisions made by the healthcare team. This view 
of care though can perhaps be prone to critique, for how can a patient experiencing a 
disease, be expected to make choices on treatment in comparison to a practitioner with 
many years of knowledge, training and expertise. Rather the notion of self-management 
should be directed to ensure that patients are engaged in the process and where 
possible reduce the demands on the healthcare system. Much of this work is in the field 
of diabetes where the intention is for the patient to remain well but how does this 
approach affect the patient who is end of life, has a palliative condition and who may be 
imminently facing death? Surprisingly despite the emotional challenges of being 
‘terminal’ patients did demonstrate a desire to ‘self-care’ and ‘self-direct’ care. Taking 
control can be perceived as a threat to the relationships with the healthcare 
practitioners who in some cases may wish to maintain their status in decision making 
(Walton, 2002). This was not observed amongst the HCPs participating in this study, if 
anything self-care and independence were embraced. However, patients did refer to 
experiences with HCPs they came into contact with who were failed to heed the request 
for information and advice pertaining to nutrition and at times referred to a feeling of 
this expressed need being dismissed. 
9.10 Bespoke patient and carer resources 
Confusion arising from the ‘smattering of information’ about diet and cancer and lack of 
tailored information to deal with specific problems or provide information on specific 
cancer types and likely problems and solutions would go a considerable way towards 
avoiding patients and their carers languishing with symptoms   
Lack of information, lack of choice and lack of access to information or advice resulted 
in the development of a multitude of patient resources in the hospice setting during the 
period this research took place. Recognising the value of patient/carer involvement, 
two participants in this study (a patient and a carer) helped to co-create some of the 
resources. As access to information was identified as a barrier, patient -carer portals, 
similar to the malnutrition pathway material developed off the back of my PD Health 
assignment (www.malnutritionpathway.co.uk) might facilitate access in the future.  
Information is reported to be a key component in developing coping strategies (Blodt et 
al., BMJ 2018) and hence it is crucial that if we are to support patients and carers then 
accurate information on managing the dietary challenges is required. Knowledge and 
understanding was a key theme that emerged throughout all accounts by all 
participants. Close observation and tailoring of nutritional care to specifically take into 
account the individual patient and carer experience featured strongly in the hospice 
environment perhaps due to more time being allocated to discuss patient and carer 
concerns. In the acute setting perhaps as a result of time pressures, less experienced 
staff, a focus on routines and ‘standardisation’ of care, information and advice on 
nutrition was less individualised. Although there were examples of patients and carers 
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who developed expert knowledge of tube feeding, swallowing difficulties and dietary 
needs, their experience was at times not acknowledged and even refuted and 
contradicted by some staff they came into contact with. This in turn served to 
undermine the patient and carer-clinician relationship. With the limited number of 
dietetic posts in palliative care and cancer care (Pinto et al. 2016), patients are often 
given general information booklets that can cover many cancer types and all the 
nutritional issues that one can experience. This can fail to provide bespoke and 
individualised dietary advice necessary for a patient to best manage their condition. 
Reflection on the patient experience and taking note of what patients can or cannot 
manage or find acceptable could encourage professionals to treat patients as 
individuals rather than treating in a standard format specific to a specific disease group. 
Understanding family dynamics around work and meal patterns, shopping and cooking, 
would also ensure the most appropriate care is provided. What was also requested by 
patients was information that was cancer specific, for example information on diet-
related issues that were likely to arise with head and neck cancer rather than issues 
across all cancer types. This was also a finding in the European cancer survey amongst 
patients and carers (European Nutrition and Hydration Alliance, 2018).  
With increasing numbers of patients living with and beyond cancer, including those with 
incurable cancer, there will be an increase in the number of requests for advice. The 
need for sound, evidence-based professional knowledge and resources to assist 
patients in dealing with the complex issues and tailoring advice to specific needs is 
therefore paramount. The increasing numbers in a financially stretched health service 
further accentuate the importance of self-management and the expert patient. When 
time permitted, as elucidated by the patient as a recipient of care in the hospice, 
communication and decision making for both patients and carers improved and enabled 
the patient to better care for themself. It was evident that patients reached a stage 
where with enhanced knowledge they accepted and adapted to the realities of the 
condition and were then able to engage more fully in everyday life.  
In recent years there has been trend in the UK, supported by government targets, 
funding and national drivers via organisations such as MacMillan to deliver patient 
education sessions on living well with cancer. This has in part been created as the 
number of individuals surviving and living with a cancer diagnosis has markedly 
increased in the last two decades. The courses incorporate a component on diet the 
primary focus of which is consuming a balanced diet. The relevance of the content may 
as such be limited in a diverse population of patients suffering from different cancer 
types and having undergone a range of treatments which may have impacted on the 
ability to consume diet and which can persist.  
The adoption of both proactive and reactive coping strategies, actively seeking 
information and developing solutions assisted in establishing a sense of control when 
loss of normal function around eating and drinking was present. An effort to retain a 
sense of normality was evident, for example in David’s case this included the rejection 
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of pureed foods, the success in tailoring of feeds around mealtimes and sitting at the 
table to enjoy even a mouthful. The indiscrepancies on texture modified dietary advice 
between professions highlighted in David’s dietitian’s interview, emphasises the need 
for professionals to come together to agree a consensus when multiple professionals 
have a part to play in delivering care. Key for the patient and carer and the hospice staff 
was the sharing of a realistic understanding of the condition so that care could be 
tailored around what was possible to maximise quality of life. Central to this was the 
associated integration and interactions around food and meals, maintaining some 
degree of normality by modifying feeding methods, sham eating, even enjoying just a 
few mouthfuls of ‘normal’ food. In the hospice setting the nurse felt she tailored care to 
the individual without barriers because practice was less restrictive. Perhaps in the 
future the principles of palliative care and its philosophy will find its way into the acute 
setting so that patients might benefit and feel more involved in their own care.  
9.11 Reframing food and the eating experience 
Even in the presence of multiple diet-related issues including abolished appetite and a 
distorted food experience, participants showed a determination to eat to maintain 
weight, function and survive. In all cases carers helped support this seeking new foods 
or new ways of eating to maintain socialisation, integration, weight and function. This 
conscious control of eating has previously been cited in the work by Shragge et al. 
(2007) and has also formed the basis of a new approach to managing nutrition in head 
and cancer patients (Britton and McCarter, 2015). 
Up until the last decade the focus in palliative care has been on the importance of 
eating for pleasure with less emphasis on eating to preserve nutritional status. There 
has also been limited information on the role of dietary modifications and its impact on 
symptom management. Considerable progress has been made in the last 10 years on 
managing gastrointestinal related issues associated with cancer treatments albeit, as 
commented on by Andreyev et al. (2011) they may persist unnecessarily as no HCP is 
responsible to look for the side-effects which go unnoticed and underdiagnosed. 
Actions to try and change this have been raised by MacMillan to ensure care of those 
living with cancer have access to follow up with named GPs who know the history and 
might consider whether new symptoms are due to cancer, recurrence, secondaries or 
adverse effects of former treatments. 
Despite a former emphasis on food being tied in with pleasure, family routines, social 
interactions and enjoyment, food took on a new meaning for some. Faced with 
difficulties being unable to eat anything with ease and not having to worry about 
unintentional weight gain in health, several patients in this study demonstrated that 
food and nutrition was not confined to comfort but that they would go to considerable 
measures to improve their intake to maintain physicality and function. Food therefore 
became a source of nutrients, a means of keeping them connected with the outside and 
normal world through maintenance of strength. This introduces the concept of eating 
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for survivorship even when the patients accepted their condition was palliative. For 
many participants – patients, carers and HCPs - there was a strong desire to acquire 
knowledge on nutrients required and how to achieve an optimum intake when faced 
with diet-related issues. For many a greater understanding of nutrition and nutrients 
and relationship with symptoms, could empower individuals to adjust food, including 
tube feeds, to manage bowels, weight, co-existing conditions such as diabetes, thereby 
creating greater control and management by the individual if that is their wish. 
Concluding remarks 
Overall, food oscillated from providing nutrition purely for survival, to a vehicle for 
enjoyment. What was evident from this research is that diet in palliative care is 
complex, as are the needs of patients and carers. Diet-related issues are rarely singular 
in nature and far from static, they vary considerably and change over time. For HCPs to 
deal with them effectively requires a range of skills, one of which is a desire and 
motivation to understand and be receptive of the changed meaning of food. In 
understanding this we can begin to work with patients and carers to help them deal 
with the challenging dietary situations associated with incurable cancer and work with 
them to achieve the adjustments necessary for them to live life to the full. 
This discussion is intended to capture my personal insights into some of the key 
elements that arose from the analysis and interpretation of the cases. In the next 







































In this final chapter I draw my conclusions, present the limitations of the study, discuss 
the implications of this study for clinical practice and make suggestions for further 
research.  
10.1 Conclusion and summary of thesis 
This research and all the associated work during my years of studying for a professional 
doctorate, has identified the impact of diet-related issues in palliative care, identified a 
range of strategies from my own knowledge and experience, the knowledge and 
experience of practitioners and the knowledge and lived experience of the patients and 
carers with whom I have worked with and who participated in this study. The findings 
ultimately demonstrate that resilience, coping, adaptation, adjustment are used in 
combination to maintain identity and life experiences and support change when 
needed.  
I believe the multiple case study approach illustrated the challenges in delivering 
multimodality treatments and supportive care to optimise nutritional care in the 
palliative phase of illness, supporting both patients and carers and family members.  
In the textbook ‘Palliative Care’, Geoffrey Dunn, Chapter 4 ‘Diet and palliative care’ page 
49 stated ‘the greatest clinical challenge for all practitioners are almost always related 
to nutrition’.  Although challenging, this research has demonstrated that steps can be 
taken to facilitate acceptance, identify areas of adjustment and assist all involved in 
managing the nutrition and diet-related issues on a day-to-day basis. It is evident 
though, that this takes time, knowledge, an openness and most of all active listening so 
that solutions are geared to guide adjustments that are centred around the patient’s 
wishes and desires.  
In palliative care, the importance of listening to the patient experience, not dismissing 
history and experience, and moving towards achieving realistic and collaborative goals, 
can generate a mutually beneficial affiliation in which patient and family members and 
healthcare professionals can freely communicate. The importance of understanding and 
gaining insight into routines at home, what is important to patients and family 
members, not making assumptions on behalf of the patient regarding preferences, 
developing a care plan that is truly patient-centred, embracing patient involvement and 
helping patients and carers with decision making by anticipating the impact of decisions 
on life-style and burden of care, are all crucial factors in determining the lived 
experience for both the patient and family 
The complexity of patient and carer needs is only beginning to be recognised 
(Greenhalgh and Papoutsi, 2018). Thus research illustrated the complex nature of 
nutrition in palliative care and how dietary issues can be fluid, dynamic and influenced 
by a multitude of factors that may be precipitated by the disease and the treatment at 
varying points during cancer treatment and into the palliative phase of care when the 
cancer is not curable. As the patients experienced the nutrition and diet-related issues 
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across the trajectory of care it is important to initiate care in a timely manner to 
optimise food-related activities and manage symptoms and weight accordingly. This 
research shows that diet-related issues including weight loss, rarely arise in an instant in 
time but can appear, resolve or become worse across the trajectory of palliative 
journey. This means that HCPs need to remain vigilant through the patient’s journey if 
we are to assess and treat, or manage the issues, and support patients and carers in a 
timely manner across the continuum of care. 
With gaps identified in addressing issues including overlooking the inter-relationship 
between symptoms and dietary intake and the importance of diet to patients and 
carers, greater collaboration amongst surgeons, oncologists, nursing teams, allied 
healthcare professionals and patients and carers is indicated. The Forsyth report (2007) 
highlighted the complexity of obesity, its development and management. This research 
and previous research by others are beginning to map the complexity of nutrition and 
diet-related challenges with different cancer types. One size cannot fit all. A more 
bespoke approach to nutrition, involving access to those with expert knowledge will be 
key to improving the nutrition and diet-related experience of palliative patients in the 
future.  
The adoption of both proactive and reactive coping strategies, actively seeking 
information and developing solutions, assisted in establishing a sense of control when 
loss of normal function around eating and drinking was present. In these situations, the 
value of information and an enhanced understanding of the underlying reasons for the 
issues, seemed to assist patients and carers in accepting the issues. Similar to a study by 
Blodt et al (2018) this suggests that information itself can help to provide a feeling of 
control and ease anxiety. As information needs differed over the course of disease and 
patients and carers expressed a wish for tailored, individualised advice, this means the 
information on diet-related issues, is best provided around the time it occurs and not in 
a generic booklet to cover all. 
An effort to retain a sense of normality was evident. Key for patients and carers and the 
hospice staff was the sharing of a realistic understanding of the condition so that care 
could be tailored care around what was possible to maximise quality of life. This often 
centred on integration around food and meals and associated interactions, maintaining 
some degree of normality by modifying feeding methods, sham eating, enjoying a few 
mouthfuls of food, the rejection of pureed foods, the tailoring of feeds around meal-
times, sitting at the table to enjoy even a mouthful, afternoon tea, buffets etc (adjust) . 
In the hospice setting the HCPs tailored care to the individual without barriers, practice 
was less restrictive.  
Perhaps in the future the principles of palliative care and its philosophy will find its way 
into the acute setting so that patients might benefit and feel more involved in their own 
care. Considerations as to how this might be achieved through integrating palliative 
care into the training und undergraduate curriculum warrants attention. It is reassuring 
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to observe that actions to achieve this is beginning to emerge in some localities for 
some professions (personal experience and information from the Chartered Society of 
Physiotherapists). 
HCPs should aim to facilitate the development of knowledge with any patient or carer 
who wishes to expand their understanding of the diet and nutrition challenges they face 
and how they might best deal with them. Similarly, the duality of knowledge between 
patient and carer should be respected and the desire for individualised information 
must never be assumed nor overlooked. Overall there was evidence gleaned from the 
patient and carer experience, that at times practical solutions to deal with diet-related 
issues that impact on day to day life were overlooked. This has implications for training 
and enhancement of knowledge for HCP specialists and generalists. As it was evident 
that patients and carers learn much from their experience, opportunities exist for 
patients and carers to be more involved in developing the learning and future 
information that could improve care and indeed as a result of this research I have since 
involved patients and carers in many resources I seek to develop. 
Case studies, mentoring, patient interactions, the quest for lifelong learning, open 
ward-based discussions and reflection on practice, access to dietetic expertise and 
those with nutrition knowledge, could help facilitate the likelihood of offering the right 
advice. 
To optimise nutritional care the holistic assessment of the patients following diagnosis 
should incorporate ongoing assessment of nutrition and dietary issues. Whilst 
treatment is often centred in the acute setting, community support and services are 
vital for continuity and useful in gaining a window into the world of patients and carers. 
Indeed, delivering care in settings closer to the patient’s home would realise the 
ambition and vision in the NHS England Ten Year Plan (NHS 2019) 
The pace of life in a hospice out-patient setting and the time allocated to supporting 
patients, including patient to patient contact, were of merit. It would be interesting to 
test if elements of hospice care could be mirrored in an acute setting or other 
community care settings. 
Decisions regarding dietary advice in advanced cancer patients are clearly dependent on 
a host of issues. This research suggests that effective identification requires an in-depth 
assessment which may be best undertaken through nutrition conversations, rather than 
a brief screening tool. Such conversations may not only identify the issues but also 
facilitate an understanding by HCPs of the impact and severity of issues on everyday 
living as experienced by the patients, carers and family members.  
 
On a personal level, I learned much from the cases which enabled me to enhance the 
dietetic care I provide. I have also sought to transfer this knowledge to others not just 
from the pages of writing within this thesis but in new courses we have created to train 
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others; HCPs, carers and patients in palliative care and in the review of cases in team 
meetings. 
The views of patients, carers and HCPs, on the management of the issues, successes, 
barriers, what worked what didn’t, have provided an additional understanding and 
added meaning to our knowledge. 
Capturing the experiences of the participants that they experienced over months and in 
some cases years, through qualitative interviews provided the opportunity to 
understand all the significant actors, what advice might be effective and where the gaps 
in our service provision currently exist. 
Data from the patients and carers reflected the unique aspects of individual’s drive 
which in turn initiated their own actions including acceptance and adaptation. Patient 
and carers employed cognitive adaptation through a greater understanding and 
acquisition of knowledge to develop strategies and adjustments to recreate the meal 
experience and enable social situations to be maintained, or create new approaches to 
maintain activities with the outside world.  
Previous literature has indicated that clinicians tend to focus on the disease and its 
treatment and management. In contrast patients focus on the effect of the cancer on 
their everyday living (Dwamena, 2012). Although this rang true for the participants in 
this study, they equally demonstrated concerns about the effect of the treatment and 
response to treatment such as tumour size. 
Managing tensions between feeling torn about the need to eat healthy because of 
cancer and the inability to do so have previously been raised (Bernhardson et al, 2012, 
Hopkinson et al 2006, 2010, 2019). In my own research, patients and carers rationally 
weighed up the diet considered to be of greatest benefit at various timepoints 
according to the issues faced. 
Diet-related issues in palliative care are complex and for HCPs to deal with them 
effectively a range of skills are required including a desire and motivation to understand 
and be receptive to the patient’s desires and the carer’s frustrations.  
Understanding the changed meaning of food but also the desire to maintain a degree of 
normality around eating and drinking should underpin our approaches. In doing this we 
can begin to work with patients and carers to help them deal with the challenging 
dietary situations associated with incurable cancer and work with them to achieve the 
adjustments necessary for them to live life to the full. 
The impact of this research has already found its way into practice through the 
following channels: 
(i) a revised programme for training and education in palliative care at the 
Hospice (offered to internal and external HCPs 
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(iii) a new chapter in the updated version of the Royal College of Physicians 
guide (2020) ‘Oral feeding difficulties and dilemmas at the end of life’ (in 
press)  
(iv) presentations and posters delivered at conferences and clinical meetings. 
 
A summary of the outputs, including publications and presentations associated with this 
thesis, is included in the appendices (appendix 12, pages 202 - 203) 
10.2 Limitations of the study 
The multiple case study approach was chosen to provide the depth of understanding 
and insights into the phenomena to answer the research questions ensuring all involved 
were represented – patient, carers, HCPs. I had intended through using thematic 
analysis to create succinct themes. However, as the issues identified were so broad 
ranging I am aware that the data does not fit neatly into a small number of themed 
categories and potentially overlap. I hope through the assemblance and presentation of 
the data the key categories and areas of interest are identifiable and understandable.  
I am conscious that all the participants were Caucasian and whilst this reflects the local 
population where the study took place, it is not representative of the UK. Diverse 
cultural aspects that we know influence diet were therefore not addressed.  
I am also aware that cancer has traditionally received more attention from specialist 
palliative care services. Hospices are however changing their remit and non-cancer 
patients now make up a considerable component of their client base. Whilst this study 
only included cancer patients and introducing other conditions would have lost the 
focus, many of the findings may be transferable to other life-limiting conditions where 
similar diet-related issues exist. In addition, one could argue that listening skills, 
nutrition conversations and education on nutrition are generalisable to other areas of 
healthcare and relevant to both acute and community settings 
Overall, I felt the research process itself enriched my practice as a clinician. The 
qualitative interviews taught me to be patient, to listen and observe, to not interject, to 
not interrupt and to be guided by the participant. The process enhanced my skills in 
listening carefully to the concerns of patients and carers to what was important to them 
in the palliative care phase. This skill has transformed my approach in the clinical setting 
since but also the approach of others through training others in clinical skills and 
listening skills. To share this experience with others I went on to publish a short 
summary of the role of qualitative research in enhancing clinical practice (Holdoway, 
2017, appendix 13, page 204). 
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10.3 Next steps: Developing a national framework to guide assessment of diet-related 
issues and plan nutritional care 
The next steps planned are to utilise the findings and build on the locally developed tool 
‘PLANC’, to create an assessment tool and framework to identify issues, guide decision-
making and support dietetic care of palliative patients. Initial mapping for this is 
included in the appendices (appendix 14, pages 205 - 207). This could be further 
developed in conjunction with other experts in the field using a Delphi technique to 
shape and agree content and test in practice. 
Once tested through a pilot study, this could be rolled out nationally to other Hospices 
and palliative services to help HCPs identify diet-related issues pertinent to patient and 
carers and plan care. The framework would aim to capture the intricate nature of diet in 
relation to symptoms, dietary needs, the cancer type, whether issues are reversible or 
have to be managed, set realistic goals for weight, take into account the disease 
trajectory and further refine the work undertaken in the hospice in this field. The 
framework could also be supported by an educational element which at current is 
provided by face to face training but could be provided in other formats. 
In addition, the following three papers will be pursued to disseminate and share the 
unique contribution of this doctorate research: 
I. The complexity of diet-related issues as experienced by patients with incurable 
cancer and their families receiving palliative care 
II. The importance of nutrition conversations in identifying what nutrition and diet-
related issues matter to patients and carers 
III. Strategies adopted to alleviate or manage diet-related issues in palliative care   
10.4 Future research 
Research is never complete and this thesis has inspired ideas for future research which 
could focus on the following aspects of nutrition in palliative care: 
1. evaluating knowledge and competencies of healthcare professionals following 
training and education on the role of nutrition and dietary advice in palliative 
and end of life care  
2. a study to assess patient / carer knowledge and quality of life in care settings 
where the framework has been adopted  
3. evaluating service provision in various regions, identifying similar models of care 
and contrasting care to measure differences in outcomes in respect to the 
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RESPONSIBILITY (ACCOUNTABILITY) 
Ultimate responsibility held by: Chief Executive 
First line responsibility held by: Executive Clinical Lead Inpatient Services 
(ECLIPS) 
 
The Chief Executive will ensure that: 
 
• This policy is operationally implemented. 
• There are sufficient resources available to enable the management and 
implementation of the policy by Clinical Team Managers for in-patient settings and 
Specialist Nurses and team leaders in the community setting; thereby promoting the 
relationship between diet, health and well-being so that all staff, patients and public 
can make informed choices regarding  nutrition and hydration. 
• There is close collaboration with local authorities and other service providers to 
enable the provision of equitable screening and other services.  
• A nutritious standard of food is provided throughout the organisation and that a safe 
catering service is delivered in line with national core standards (Department of 
Health 2007). 
 
The Clinical Teams Managers will ensure that: 
 
• The implementation of this policy is monitored as part of the Clinical Governance 
Strategy.  
• The Nutritional Steering Group remains operable and includes relevant 




Nurse Specialist and Clinical Team Managers will ensure that: 
 
• Systems are in place to ensure that all appropriate patients are nutritionally screened 
and their dietary / nutritional needs are addressed. 
• All staff involved in caring for patients will have the skills and competencies needed 
to ensure that the patients’ nutritional needs are met.  Staff must be able to access 
relevant training on nutritional screening and nutritional management. 
• Systems are in place and procedures followed to enable patients to make informed 
choices to meet their nutritional requirements. 
• Adequate training on basic nutrition issues is provided to all staff. 
• Link persons from each department will be identified, as well as specialist nurses, to 
be trained to act as nutritional links for information and training to be cascaded to 
their team members for each group to access.  
• At operational level all aspects of the provision of food and fluids, including meal 
services, quality, staffing and training standards, will be monitored. 
• Suitable equipment for measuring weight, height, will be available and accessible for 
staff.   
  
The Catering Service’s Manager’s responsibility will ensure that: 
 
• Menus provided for patients will comply with national and organisational standards. 
• Menus will provide sufficient choice to cater for personal preference, healthier 
eating, therapeutic diets and provision will be made to meet religious and ethnic 
requirements. 
• All DH menus for patients will be approved by the organisation’s Registered Dietitian 
prior to them being adopted. 
• Food quality and safety monitoring will be undertaken and patients’ satisfaction will 
be regularly measured.  Patients will have the opportunity to comment via 
questionnaires on their individual menus and a sample will be interviewed by 
catering staff.  A yearly survey will be circulated and audited by Catering Services.  
 
All staff involved in caring for patients will: 
 
• Follow the procedures to ensure that patients receive good nutritional care and 
undertake training on current food and health issues. 
• Report non-compliance with any of the procedures.  
 
Staff identified as nutritional links will cascade information to their team members and 








The Care Quality Commission (Care Quality Commission 2009) signalled their 
commitment to nutrition and hydration by giving greater priority to issues around 
dignity and assistance with eating in their inspections, as reflected in Outcome 5 
‘Meeting Nutritional Needs’. The CQC standards including the CQC Key Lines of 
Enquiry for assessment, build on the guidance available on the subject of nutrition 
and hydration now available in multiple sources (NICE, 2006, NICE, 2012, NHS 
England 2015). CQC standards state that that all people who use services should be 
supported to have adequate nutrition and hydration. The content of this policy 
draws on the content of the guidance available and aims to fulfil CQC standards 
whilst placing the standards in context for the clients under the specialist care of 
the Dorothy House Hospice. 
 
Nutrition in palliative and end-of-life care 
 
The very nature of the patients under the care of Dorothy House Hospice i.e. those 
with life-limiting conditions such as cancer, COPD, neurological diseases, means 
that eating and drinking may be adversely affected, predisposing an individual to 
the risk of malnutrition (undernutrition) and cachexia (the wasting associated with 
diseases such as cancer). As malnutrition has adverse consequences on immunity, 
muscle strength, fatigue, wound healing, fluid balance and psycho-social function, 
the recognition and treatment of malnutrition and the provision of good quality 
nutritional care is essential (NICE QS24 2014). In palliative and end of life care it is 
paramount however, to recognise the phase of illness to determine and plan the 
most appropriate nutritional care. For example, in the early to mid palliative phase 
cachexia can be slowed whereas in the late stages of disease it may not be possible 
or feasible to reverse the effects of under-nutrition and cachexia (Arends 2016). 
Indeed, for some patients the goal to provide nutrition to meet estimated 
nutritional requirements may in itself create stress and anxiety, adversely affect the 
patient experience and outcome and thus go against the governing principals of 
palliative care to optimise quality of life. Dorothy House Hospice therefore looks to 
provide nutritional care that is appropriate for the patient taking into account their 
trajectory of disease, symptoms and the gains to be made through achieving 
nutritional requirements. In cases where it is not possible nor feasible to reverse 
the malnutrition every attempt will be made to optimise nutritional intake if this is 
considered in the patient’s interest.  
 
Food – more than nutrients 
Food not only provides nutrients to meet physiological requirements, but goes 
beyond this because it has psychological, spiritual, social and cultural benefits for 
patients and care-givers (Acreman, 2009). Dorothy House Hospice believes there is 
a positive role of nutrition to be gained in relation to the psychological benefit of 
eating, gaining relief in overcoming or alleviating feeding difficulties, managing 
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expectations and manipulating diet to relieve other associated symptoms. Meeting 
these aims are achieved through the empowerment and education of staff, the 
provision of diet resources and the tailoring of advice, to address the reversible 
causes of poor intake and manage nutritional problems as is practical and feasible. 
 
The Patient Led Assessment tool (PLANC) at Dorothy House and education aims to 
encourage all those involved in delivering care to recognise that when making 
decisions about nutrition support/dietary interventions, one must carefully 
consider current status, likely prognosis, anticipated pathway and progression of 
disease/diseases, potential treatments and, possible side effects, patient comfort, 
social support, family support, peer support, socioeconomic status, religious status, 
ethical and legal issues (Hopkinson, 2006a, Bazzan et al 2013).  
 
 Nutrition and hydration at the end-of-life 
 
The aims of nutritional care at the end-of-life (here intended to mean the last few 
weeks or days of life) should focus on minimising food-related discomfort and 
maximising food enjoyment (GMC, 2010). Identification of any nutritional problems 
need to be discussed with the patient and their families and reviewed regularly as 
conditions change. In addition, ethical questions will be raised concerning the 
provision of food and fluids to a person nearing the end of their life and should be 
discussed by those qualified to do so.  
Living Well with a Life-Limiting Condition 
As the concept of palliative care has evolved to include aspects of survivorship and 
living with a life-limiting condition, not just ‘end of life’, Dorothy House Hospice has 
embraced this approach and look to optimise diet and address problems as part of 
their holistic approach to treatment utilising skills and a range of resources to meet 
an individual’s needs. Dorothy House Hospice has therefore embedded nutritional 
care and advice in the range of services that it provides for example Carers Courses, 
Palliative Rehabilitation programmes and more recently teaching cooking skills to 
increase client’s confidence and independence.  
   
The principal aim of this policy is to ensure the safe delivery of timely and 
appropriate nutrition and hydration to patients under the care of Dorothy House 
(DH) staff and premises, in line with current guidance including the latest 
recommendations from NHS England ‘Commissioning Excellent Nutrition and 
Hydration’ (2015).   
 
2. PURPOSE AND SCOPE 
To standardise the procedures and approaches used to assess, guide and develop 
nutritional care for DH patients ensuring that the nutrition and hydration requirements 
of all patient groups are appropriately met.   
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To provide safe, high quality food, fluid and nutrition and ensure that patients on the in-
patient Unit (IPU) and attending the Day Patient Unit (DPU) will receive food that is 
nutritionally adequate, be able to make informed choices, and receive assistance with 
feeding, if needed, in an environment that is conducive to eating. 
 
To recognise the organisation’s responsibility to inform, educate and advise the 
community it serves on the benefits of appropriate nutrition and hydration, within the 
constraints that palliative conditions bring, to optimise well-being and QoL and manage 
symptoms at various stages in the patient journey. 
 
This policy relates to nutritional care of patients seen by Dorothy House Staff at the 
Hospice itself in Winsley, Outreach Centres and within the community.  The policy 
provides guidance for staff on the processes they must follow with regard to: 
 
• Nutritional assessment 
• Nutritional care planning 
• Protected mealtimes 
 
Where patients are on the current caseload of multiple services, professionals should 
discuss who the relevant person to undertake the nutritional assessment If a non-clinical 
service is solely involved, it should refer on to an appropriate clinical service. 
 















Complete Patient Led Assessment of Nutritonal Care (PLANC) and 
determine nutritional care to be provided using the appropriate PLANC 
algorithm 
Day Patient Unit 






In-Patient Unit  
 
Follow Dorothy House Nutrition and Hydration Policy and be aware of 
relevant local policies/procedures from RUH e.g. enteral tube feeding 
policies 
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4. KEY PRINCIPLES 
 
The aim of this policy is to guide nutritional care that is appropriate for patients to 
meet their individual nutritional and hydration needs taking into account their 
trajectory of disease and life expectancy.   All patients will have their nutritional 
needs considered and assessed using PLANC and clinical judgement and will be fully 
involved in all aspects of decision making. 
5. NUTRITION ON THE IPU  
 
i. On admission, the nutritional status and dietary needs of patients admitted for 
respite care or symptom control, will be assessed by a nurse within 24 hours 
using the ‘Patient Led Assessment for Nutritional Care’ tool (PLANC) and the 
appropriate nutritional care determined using the appropriate PLANC 
algorithms for which there are 2 – an algorithm for early – mid palliative phase, 
an algorithm for end of life phase.  
ii. Nutritional issues and their management will be incorporated into the care 
plans and be part of the handover of patient care.  These will be regularly 
reviewed and staff will support patients to meet their eating and drinking 
needs with sensitivity and respect for their dignity and ability. There may be 
occasions when professional judgement may conflict with the patient’s wishes; 
these will be addressed sensitively and as best as possible by Dorothy House 
staff. 
iii. Patients who have experienced rapid weight loss / or had minimal intake for > 
5 days and in whom an increase in food intake is likely or achievable will be at 
risk of ‘refeeding syndrome’. Reintroduction of food and nutritious fluids 
including oral nutritional supplements (ONS), needs to be undertaken 
cautiously as rapid increases in nutrient intake may induce ‘re-feeding 
syndrome’. Baseline bloods for magnesium, phosphate, potassium should be 
checked and abnormalities corrected. For further advice on supplementation, 
restrictions, rates of tube feeding and avoidance of ‘re-feeding syndrome’ 
please consult the Dietitian or refer to NICE re-feeding guidance (NICE 2006). 
iv. Patients on IPU will be offered a choice of meals, snacks and beverages that 
aim to best meet their nutritional requirements, taking into account medical 
condition, ethnic, cultural and religious requirements 
v. The catering department will be notified of the need for any special therapeutic 
diet required e.g. gluten free, diabetic, modified texture to ensure an 
appropriate meal choice is available.  
vi. Where required, referral to other members of the Multi-disciplinary Team 
according to issues identified using local referral protocols, e.g. Physios for 
breathlessness management, Occupational Therapists for specialist cutlery or 
equipment, speech and language therapy for swallowing problems and texture 
modification and advice.  
vii. Nutritional issues and their management will be part of the handover of patient 
care.  These will be regularly reviewed and staff will support patients to meet 
their eating and drinking needs with sensitivity and respect for their dignity and 
ability. 
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viii. Patients requiring advice to manage nutritional challenges or a therapeutic diet 
will be provided with resources and information, and if further advice is 
required, referral to the Dietitian will be made or advice sought. 
 
5.1  The Patient during Their Hospice Stay 
 
i. With consent, patients will have their nutritional status and issues assessed on 
a weekly basis.           
ii. The IPU will apply the principles of ‘Protected Mealtimes’ i.e. provide an 
environment conducive to patients enjoying and being able to eat their food 
with no (or minimal) interruptions. Family members and carers will be 
encouraged to be present to assist and encourage eating/drinking at meal 
times. Where a patient’s meal is missed, catering will provide a meal as close 
to the meal service as possible.   
iii. The Senior Ward Nurse is responsible for ensuring that the ward area provides 
an environment conducive to eating before the meals are served and actions 
taken to ensure that patients’ dignity is respected.  Where possible, patients 
are encouraged to eat socially with others away from the bedside when 
appropriate. 
iv. The Senior Ward Nurse on duty is responsible for ensuring that patients are 
offered assistance, when needed, in choosing from the menus.   
v. Patients with physical or mental impairment, who may experience difficulty in 
eating, will be offered assistance to be placed in a safe and comfortable eating 
position and offered assistance to eat.  Hand wipes will be offered if unable to 
wash hands before eating. 
vi. For patients in whom nutritional / dietary problems exist. intake will be 
observed and recorded, advice provided, referred to the Dietitian and progress 
against care aims monitored. 
vii. It will be the responsibility of nursing staff to liaise with the Dietitian, catering 
and in some cases pharmacy of any specific dietary requirements including 
allergies or texture modified diets and fluids 
viii. Special feeding equipment as recommended by Occupational Therapists will 
be provided to patients having difficulty using standard equipment. 
ix. Patients who are unable to achieve sufficient nutrition via the normal menu 
and snacks will be prescribed and offered nourishing drinks or oral nutrition 
supplements (ONS) as per flow chart. Samples of ONS for the patient to trial to 
establish individual preferences and optimise intake, taking into account any 
allergies or intolerances, are available from the Dietitian. 
x. Where appropriate, patients who are unable to manage adequate oral intake 
due to swallowing difficulties may be offered artificial nutritional support and 
appropriate enteral feeding procedures followed (refer to Royal United 
Hospital Enteral Feeding Procedures and Care Plans). For patients admitted on 
an enteral feeding every effort should be made to obtain information form 
patient, carer, home enteral feeding team to ensure the correct feeding 
regimen is available and followed including care of the enteral feeding tubes. 
If the regimen is deemed unsuitable due to changing patient needs or the 
regimen is considered unsuitable du to changing clinical circumstances a 
referral to the Dietetic Assistant / Dietitian should be made to enable early 
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intervention and management during the in-patient stay and prepare for 
discharge. 
xi. Patients who are fed artificially will have their oral hygiene needs attended to. 
xii. Information for patients about diet and food service will be available in various 
formats to include availability of catering for ethnic, cultural or religious dietary 
requirements. 
xiii. Visitors and relatives should be actively encouraged to participate in 
mealtimes.    
 
5.2  Hospice Menus and Meal Service 
 
i. All food will be of good quality, with a range of choices each day. 
ii. DH will follow their Food Safety Codes of practice, which incorporate current 
statutory regulation as per ‘The Food Hygiene Regulations 2006’ and any 
subsequent amendments to ensure that all food and beverages provided by 
DH will be safe and served at appropriate temperatures.  All staff involved in 
food service will be appropriately trained. 
iii. The menu will provide a choice of hot and cold dishes at each meal, including 
vegetarian and lighter options.   
iv. Patients with ethnic, cultural or religious dietary requirements will be catered 
for upon request. 
v. Meals, together with snacks and beverages, will be sufficient to meet the 
Estimated Average Requirement (EAR) for energy and the Reference Nutrient 
Intake (RNI) for protein, vitamins and minerals (DH 1991). 
vi. Patients will be able to choose their portion size (small, medium or large) and 
will be offered at least seven beverages each day.  
vii. Patients with dysphagia (swallowing difficulties) are likely to require a modified 
texture diet and modified fluids. The Hospice will provide meals and fluids that 
adhere to the IDDSI framework (see online resource) as clinically indicated, 
following Speech and Language Therapist recommendations where available. 
All staff involved in the preparation and provision of texture modified diets will 
be required to complete the IDDSI mandatory training.  
viii. Patients who have special dietary needs will be catered for and, where 
possible, offered a range of choices comparable to the normal menu.  
ix. An ‘accessible menu pack’ will be available on the IPU/DPU giving information 
on textures and pictorial images of foods and dishes available on the menu to 
support patients ability to make appropriate menu choices. 
x. A 24-hour meal service will be available for those patients who have missed a 
meal because of treatment or tests, or have been admitted and not had the 
opportunity of a meal. 
xi. A 24-hour ward service will be available to provide hot and cold beverages, 
toast, biscuits, cereal and texture modified meals. 
 
5.3 Provision of Meals for Staff and Visitors on Hospice Premises 
 
i. The Catering Department will ensure that staff have the opportunity to receive 
a well-balanced diet, with both hot and cold food choices available. 
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ii. Staff who work night shifts will have facilities made available to them to enable 
them to heat food. 
iii. Visitors to the hospice will have access to the Dining Room with beverages 
available. 
iv. Food for staff and visitors will be of the same standard of quality and safety as 
that provided for the patients. 
v. When staff or visitors have food brought into the Hospice, the Hospice will not 
accept any responsibility for food safety.  Staff will not be permitted to store 
food in refrigerators designated for patient food. 
 
5.4 Nutritional Assessment on the DPU  
 
i. As part of the holistic assessment, nutritional status and any dietary issues will 
be identified using the PLANC resources. Any nutritional problems identified 
will be documented in the patients’ record, a nutritional care plan will be 
discussed and developed in conjunction with the patient recorded in patient’s 
notes and acted upon.  
ii. Patients will receive advice and support to overcome or manage dietary issues 
utilising clinical knowledge and expertise and the Dorothy House resources 
available and referred to the Dietitian if required. 
iii. All patients will be offered a menu, including snacks and beverages appropriate 
to their cultural, religion requirements and dietary requirements. 
iv. The catering department will be notified of the need for any special therapeutic 
diet required e.g. gluten free, diabetic, modified texture (IDDSI framework), to 
ensure an appropriate meal choice is available. 
v. As for IPU, referral to other members of the Multi-disciplinary Team will be 
made according to local referral protocols, e.g. Physiotherapy, Occupational 
Therapy.  
vi. Nutritional issues and their management will be incorporated into the care 
plans and be part of the handover of patient care.  These will be regularly 
reviewed and staff will support patients to meet their eating and drinking 
needs with sensitivity and respect for their dignity and ability. There may be 
occasions when professional judgement may conflict with the patient’s wishes; 
these will be addressed sensitively and as best as possible by Dorothy House 
staff. 
vii. The DPU will provide hot and cold beverages throughout the time spent on the 
unit.  The Unit will also provide a meal during the lunch period.   
 
5.5 The Patient on Discharge from IPU and DPU   
 
i. Any special dietary requirements or nutritional risks identified and their 
subsequent management should be included in the discharge summary in 
order to inform relevant healthcare professionals in the community of on-
going needs and, where appropriate. 
ii. As nutritional issues and challenges can affect the carers of the patient, carers 
should be involved and informed of the appropriate nutritional care at the 
earliest opportunity and as a minimum on discharge.  
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iii. When patients are discharged on ONS, staff will follow the locally agreed 
procedure for prescribing guidance and inform the patient’s GP/Dietitian.  
iv. When patients are discharged home on artificial enteral nutrition (tube 
feeding), staff will follow locally agreed procedures (refer to Royal United 
Hospital (RUH) Enteral Feeding Procedures and Care Plans) and their care 
transferred back to the home enteral feeding team (Sirona, Virgin, Somerset, 
Bristol HMS, Nutricia Homeward Enteral Feeding Services) to ensure the 
transition from hospital to home is managed efficiently and effectively and 
updates are provided. Seek advice from the Dorothy House Dietitian. 
 
6. NUTRITION IN THE COMMUNITY 
 
6.1 Nutrition Screening and Assessment in the Community 
 
iv. DH Nurse Specialists/Health Professionals will screen and assess patients to 
identify nutritional risk problems using PLANC’, within the first 3 visits. The 
problems identified, planned care and anticipated outcome will depend on the 
phase of illness. Care and advice given should be documented in the patients’ 
notes and expected goals agreed and discussed with patient and carer. 
Including expectations. 
v. Nutritional assessment must be carried out by healthcare professionals with 
appropriate skills and training.  
vi. Patients will be monitored according to their nutritional risk and issues 
identified and an appropriate nutritional care plan discussed, agreed and 
completed.  
vii. Community based nurses will be trained to an appropriate level to best support 
their patients.  Referral to the Dietitian can be made if further support / advice 
is required. 
viii. Resources provided to support the patient and/or carer(s) e.g. diet sheets, will 
be documented in the patient’s records.   
 
6.2 Nutritional Support including appropriate use of oral nutritional supplements 
(ONS)  
i. If patients are unable to manage sufficient oral intake through normal food and 
drinks, advice can be offered about how they might improve their nutritional 
intake using clinical knowledge and the resources available from the Diet and 
Nutrition Resources folders. Note: all resources are available in the Dorothy 
House public folders P drive > Nutrition > diet resources for patients and carers.  
Advice should be tailored to individual need taking into account, and treating 
where possible, the underlying reasons for poor dietary intake.   
ii. Oral nutritional supplements should be considered if: 
▪ the patient is at ‘high risk’ of malnutrition, losing weight / low body mass 
index 
▪ appetite is poor 
▪ it is anticipated or observed that little improvement in nutritional intake 
will be achieved through a food-based approach (food-first approach) 
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▪ or where improved intake could help manage clinical condition e.g. heal 
pressure ulcers, prevent recurrent infections, preserve muscle and 
function 
Samples of ONS are available at all Dorothy House settings and should be 
selected according to the deficit in dietary intake, individual choice and 
preference. Seek further advice from the dietitian. Once tolerance and 
acceptability is established arrangements can then be made for a prescription 
according to the ONS guidance for prescribing ONS, available in DH Nutrition 
resources or as described in the following link 
http://malnutritionpathway.co.uk/ons-pathway  (website endorsed by RCGP, 
BDA, RCN and other health professional organisations). 
iii. All patients taking ONS must be reviewed regularly and the prescription 
discontinued if it is no longer appropriate / required / patient dislikes or is 
unable to take the ONS. 
iv. If standard ONS are not effective and ‘disease specific’ or ‘macronutrient’ only 
(modular carbohydrate or fat e.g. Calogen, Procal) supplements are indicated 
please seek advice from the Dietitian. 
 
6.3 Artificial Nutrition Support 
 
i. Patients who are unable to manage oral intake due to swallowing 
difficulties/malabsorption/loss of gut function/physical issues, may be 
considered for enteral nutrition support (tube feeding) if appropriate and 
enteral feeding procedures followed.  A Dietitian should be involved in 
discussions from an early stage.  
ii. Any patient requiring artificial nutrition support will be referred to the Dietitian 
at the earliest stage possible.  Information regarding type of feeding and other 
issues will be discussed with the patient and/or carers and other health 
professionals involved in care. 
iii. Patients requiring a gastrostomy will need to be referred to the appropriate 
Diagnostics Centre (to include Nutrition Nurse) and appropriate care plans 
followed.  Follow the gastrostomy procedures identified by the discharging 
hospitals (available from the Dietetic Departments), e.g. RUH, Salisbury District 
Hospital and Great Western Hospital (GWH). 
iv. Patients on home artificial nutrition support are managed by the Home Enteral 
Tube Feeding Dietitians from Great Western NHS Foundation Trust for patients 
in North and West Wiltshire, Home Management Services in BANES and 
Somerset Community Health Service in Mendip. The relevant team should be 
notified of any change in clinical condition, feeding tolerance, issues with 
feeding equipment / devices. The Dorothy House Dietitian may also be 
consulted. 
 
For all patients communication of nutritional care needs is crucial to ensure 
continuity of care across care settings.  
  
7. STAFF TRAINING REQUIREMENTS 
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An up-to-date training programme will be delivered and monitored by the DH 
Education Department. 
 
8.  RESOURCES 
• The Patient Led Assessment for Nutrition in Palliative Care (PLANC) including 
algorithms for care planning and management, is available in the DH public 
folders. A template for completion on initial assessment and in subsequent 
assessments is incorporated into the electronic patient record on SystmOne. 
• Advice on nutrition screening and assessment, patient / carer information 
booklets (including handy hints and tips), on a range of nutritional problems 
commonly experienced by DH client groups and carers, is available and kept up 
to date according to demand and clinical need by the Specialist Dietitian. 
Content is reviewed annually.  
• Each department and DH site will have a Master copy of dietetic resources 
available for use by patients and carers.  
• All resources are available for clinical staff to download and print via the DH 
Public folders (see DH Public folder > Nutrition> Diet resources for patients and 
carers). 
 
9.  MONITORING AND EVALUATION 
 
An annual audit programme will be developed by Dorothy House Nutrition Steering 
Group to ensure compliance with standards and will include: 
• Nutrition assessment, care planning – inpatients and community. 
• Nutritional analysis of DH food provision by the Dietitian in conjunction with 
Catering. 
• Annual patient and service users satisfaction surveys. 
• Quarterly monitoring of complaints and untoward incidents relating to 
nutrition and hydration by DH Nutrition Steering Gro 
 
Goals to consider (document in notes) 
 Goals are not limited to but can include: 
✓ Preventing further weight loss 
✓ Maintaining or increasing weight 
✓ Improving strength (including grip strength) 
✓ Increasing nutritional intake 
✓ Improving the individual’s ability to undertake activities of daily living 
✓ Improving the individual’s quality of life  
✓ Alleviating anxiety amongst patient and carer 





Further advice and information  
 
For further information on dietary advice, oral nutritional supplements (ONS) and 
managing malnutrition and diet problems  see Dorothy House Nutrition and Diet 
resources (available in hard copy at each Dorothy House Hospice site or online: 
DH Public folder > Nutrition> Diet sheets) or visit: www.malnutritionpathway.co.uk 
 




Available as hard copy in patient areas and outreach centres and also in electronic 
format – see DH Public Folders>Nutrition >Diet resources for patients& carers 
 
Nutrition Screening 
Managing Adult Malnutrition in the Community 1 Booklet 
PLANC 4 Sheets 
 
Dealing with a Poor Appetite 
Coping with a Small Appetite 1 Booklet 
Food First – Advice for Improving Nutrition 1 Booklet 
Hints & Tips – Coping with a Small Appetite 1 Sheet 
Your Guide to Making the Most of Your Food 1 Sheet 
Nutrition Dinks (ONS) Advice for Patients and Carers 2 Sheets 
Ideas for Snacks/Nibbles and Finger Foods 2 Sheets 
Calorie Boosters 1 Sheet 
Hidden Calories (Use of Maxijul Power energy supplement) 2 Sheets 
Managing Malnutrition with Oral Nutrition Supplements (ONS) Advice for Health 
Professionals:  
Pathway for Using ONS – When to Start and Stop and Setting Goals 1 Sheet 
Nutrition Drinks (range available on prescription) 2 Sheets 
Carer Information on Nutrition in Disease (Carer’s UK Booklets):  
The Role of Good Nutrition When Caring For Someone 1 Booklet 
Understanding the Nutrition Gap 1 Booklet 
 
Swallowing Problems and Texture Modified Diets (IDDSI) 
Easier Swallowing – Hints and Tips 2 Sheets 
Swallowing Difficulties – Advice for Thickening Fluids 2 Sheets 
IDDSI resources  
Level 0 Thin fluids  1 Page 
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Level 1 – Slightly thick fluid 
Level 2 Mildly thick fluid 
Level 3 Liquidised 
Level 3 Moderatley thick fluid 
Level 4 Extremely thick  
Level 4 Pureed 
Level 5 Minced & Moist 
Level 6 Soft & Bite-Sized 
















Eating Well with Diabetes 1 Leaflet 
Diabetes and Being Unwell 2 Sheets 
The Very Best HYPO Treatment 1 Sheet 
Hints and TPIS – Coping with a Small Appetite and Diabetes 2 Sheets 
Carbohydrate Counting 1 Leaflet 
 
Oral Feeding  
Feeling Sick (A Helping Hand) 1 Sheet 
Dry or Sore Mouth (A Helping Hand) 1 Sheet 
Dry or Sore Mouth During Radiotherapy (A Helping Hand) 1 Sheet 
Taste Changes 2 Sheets 
Nausea and Vomiting 1 Booklet 
Eating with Sore Dry Mouth and Throat 1 Booklet 
 
Special Diets and Intolerances 




Respiratory Health Professionals – Guidelines 1 Sheet 
Eating Well for Your Lungs (Green) 1 Sheet 
Improving Your Nutrition (Amber) 1 Sheet 
Nutritional Support (Red) 1 Sheet 
 
Bowel Function 
Normal Bowel Function 1 Booklet 
Explaining How to Take Loperamide (Imodium) 1 Booklet 
Dietary Advice for People with a High Stoma Output 1 Booklet 
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Constipation (A Helping Hand) 1 Sheet 
 
Weight Management 
Ten Top Tips for Weight Loss  
Tips for Successful Weight Management  
Food Diaries Double Weight Loss Success  
Tips to Keep Weight Loss Going  
Tips to Keep Weight Loss Saboteurs  
Tips to Keep Moving to Help Weight Management  
Cancer Prevention  
Eating Well and Keeping Active After Cancer Treatment 1 Booklet 
Eat Well for Life 1 Booklet 
Know Your Risk 1 Booklet 
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Patient interview Guide 
Title of project: The role of diet in palliative care as perceived by patients, carers and 
healthcare professionals 
First may I thank you for agreeing to take part in this study and for taking the time to talk to me.  
As you know we are interested in understanding your experience and views since your illness was 
diagnosed. I have a range of topics which might be useful to discuss but most importantly I would 
like to hear about your experience and so would not wish the questions to restrict what you would 
like to share on the subject.  
I am going to record the interview so that I can listen to what you have said at a later date.  Note 
that your name will not be mentioned in any reports arising from this study.  If you want to stop 
the interview or the recording at any time, please say so.  All the information you provide will be 
strictly confidential.  
1. Section One – Your general health and your previous diet (before cancer). 
 1.1.Would you like to tell me about your general health before your diagnosis of cancer? 
1.2 What was your diet like?  
1.3 What were your views about diet and health? 
1.4 Can you describe a typical day – describe what you ate and when? 
1.5. Who did the cooking and shopping? 
(Aim: to gain insights into whether any special diets in the past for any reason and how diet was 
viewed in relation to health and well-being).  
Prompts if needed –  
When you were 'well' what did you eat, how and when?  
What did diet mean to you? Prompt – health, well-being, enjoyment, pleasure, ‘eat to live’ or ‘live 
to eat’? Who usually does the cooking? Would you normally eat out (before being unwell)? 
2. Section Two – Your diagnosis of cancer and treatments (supported by review of medical 
records). 
2.1. So we can understand your experience with cancer can you tell me a little about what has 
happened so far? 
 
Prompt: for example how long is it since you were diagnosed, how and where and what treatment 
(if any) have you had or are you receiving at the moment? 
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3. Section Three - How has your condition affected your ability to eat and drink?  
4. Section Four:  Diet and Symptoms  
4.1 In relation to your symptoms experienced, did you feel diet played a role?  
4.2 Do you think that diet has a part to play in your condition?  
4.3 Could you tell me what advice was given in relation to diet to help with the symptoms or 
eating certain foods (the ‘right foods’), who gave it and when. 
4.3 Was advice helpful, useful, easy to adopt, difficult to put in practice – what worked, what 
didn't? 
5. Section Five – Food and your relationship with others  
5.1 Have there been any changes in your relationship with your family and friends particularly 
around food and the social aspects of food?  
5.2 How have you managed this? 
6. Section Six – Current and future concerns  
6.1. How are you managing your diet at the moment?  
6.2 Do you (and do you feel those around you) have any current or future concerns about your 
diet?  
6.4 How do you feel you are coping at the moment? 
6.4 How do you feel others are coping? 
Do you feel you need further information? If yes, can you outline what type of information might 
be helpful and in what format – written, electronic, individualised advice for you/for others? 
Finally do you have anything you would like to add that would help us to understand your 
experience so far in relation to diet and the type of support that you have found helpful, what 
may be missing and what you believe others might find helpful? 
Thank you for your participation in this study 
Carer Interview Guide  
Title of project: The role of diet in palliative care as perceived by patients, carers and 
healthcare professionals 
First may I thank you for agreeing to take part in this study and for taking the time to talk to me.  
As you know we are interested in understanding your experience and views since the person you 
know was diagnosed with cancer. I have a range of topics which might be useful to discuss but 
most importantly I would like to hear about your experience and so would not wish the questions 
to restrict what you would like to share on the subject.  
I am going to record the interview so that I can listen to what you have said at a later date.  Note 
that your name will not be mentioned in any reports arising from this study.  If you want to stop 
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the interview or the recording at any time, please say so.  All the information you provide will be 
strictly confidential.  
1. Section One – General health and previous diet (before cancer). 
1.1.How would you describe the health of xxxx before the diagnosis of cancer? 
1.2 What was their diet like?  
1.3 What are your views about diet and health? 
1.4 Can you describe a typical day – describe what they ate and when? 
1.5 Who did the cooking and the shopping? 
(Aim: to gain insights into whether any special diets were required in the past for any reason and 
how diet was viewed in relation to health and well-being).  
Prompts if needed –  
When they were 'well' what did you and they eat, how and when?  
What did diet mean to you? Prompt – health, well-being, enjoyment, pleasure, ‘eat to live’ or ‘live 
to eat’? Who usually does the cooking? Would you normally eat out (before they were unwell)? 
2. Section Two – Diagnosis of cancer and treatments (supported by review of medical records). 
2.1 So we can understand your experience as a carer for someone with cancer can you tell me a 
little about what has happened so far from your perspective (experience)? 
Prompts (if needed) : for example how long since they were diagnosed, how life changed, and 
where and what treatment (if any) they had or are receiving at the moment? 
3. Section Three - How has their condition affected their ability to eat and drink?  
4. Section Four:  Diet and Symptoms  
4.1 In relation to symptoms experienced by the person you care for, did you feel diet played a 
role?  
4.2 Do you think that diet has a part to play in their condition?  
4.3. Could you tell me what advice was given in relation to diet to help with the symptoms or 
eating certain foods (the ‘right foods’), who gave it and when? 
4.3 Was advice helpful, useful, easy to adopt, difficult to put in practice – what worked, what 
didn't? 
5. Section Five – Food and the relationship with the person you care for and others  
5.1 Have there been any changes in your relationship particularly around food and the social 
aspects of food?  
5.2 How have you managed this? 
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5.3 Have changes in your diet resulted in a change in their body shape and necessitated a change 
in clothes? If yes, what was the impact and how did you cope or deal with this? 
6. Section Six – Current and future concerns  
6.1. How are you managing their diet at the moment?  
6.2 Do you (and do you feel the person you care for) have any current or future concerns about 
diet?  
6.3 How do you feel you are coping at the moment? 
6.4 How do you feel the person you care for and others are coping 
Finally, do you have anything you would like to add that would help us to understand your 
experience so far in relation to dealing and caring for someone with cancer and the role of diet? 
What type of support have you found helpful, what may be missing and what do you believe 
others might find helpful? 
Thank you for your participation in this study 
Healthcare Professional Interview Guide  
Title of project: The role of diet in palliative care as perceived by patients, carers and 
healthcare professionals 
First may I thank you for agreeing to take part in this study and for taking the time to talk to me.  
As you know we are interested in understanding your experience and views on the role of diet in 
patients with cancer considered to be palliative.  
I have a range of topics, which might be useful to discuss, but most importantly I would like to 
hear about your views and experience and so would not wish the questions to restrict what you 
would like to share on the subject.  
I am going to record the interview so that I can listen to what you have said at a later date.  Note 
that your name will not be mentioned in any reports arising from this study.  If you want to stop 
the interview or the recording at any time, please say so.  All the information you provide will be 
strictly confidential.  
1. Section One – General health and diet (before cancer). 
1.1.What are your views of the role of diet in health?  
1.2. Do those views differ for patients who are unwell? 
1.3. What are our views regarding the role of diet when advising patients and their carers 
(Aim: to gain insights into the HCPs views of diet in health and diet in disease. Their perception of 
diet in relation to health and well-being).  
2. Section Two –  Diagnosis of cancer and treatments  
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2.1. So we can understand your experience as a healthcare professional caring for patients with 
cancer and their carers can you tell me a little about what has happened so far from your 
perspective in relation to patient XXX and their carer (experience)?  
2.2 How have you been involved? 
3. Section Three - How has the patient’s condition affected their ability to eat and drink?  
It is known that cancer and its treatments can affect one’s ability to eat and drink. Can you recall 
some of the problems you may have observed in the person you care for in relation to eating and 
drinking, perhaps during certain treatments such as chemotherapy or maybe because of surgery 
(modify according to patient medical records). If easier we can make a note of the issues that you 
would like to discuss and then explore them in further detail.  
4. Section Four:  Diet and Symptoms  
4.1 In relation to symptoms experienced by the person you provide care for, do you feel diet has 
a role to play?  
4.2 Do you think that diet has a part to play in their condition/prognosis/quality of life?  
4.3. Could you tell me what advice you have given in relation to diet to help with the symptoms? 
Can you recall when you gave the advice and what promoted you to do so? 
4.4. Have you given any advice on eating certain foods (the ‘right foods’). How did you give this 
advice (verbal, written leaflet, tailored to the individual based on diet history).  
4.5 Do you think the patient of their carer found the advice helpful, useful, easy to adopt, difficult 
to put in practice? 
4.6 Can you recall what worked, what didn't? 
4.7 Are you aware of any other advice the patient and / or carer was given? If so can you describe 
the advice given and by whom and whether it was acted upon? 
 
- Did you feel enough information was given about diet and nutrition in general e.g. getting 
the right balance? Were there any unmet concerns? 
- Has your view on the role of diet changed as a result of the care you provided to this 
patient and / or their carer – if yes can you describe how your view has changed? 
 
5. Section Five – Food and relationship with others  
5.1 Have you noted any changes in the patient and their carer / key relationships particularly 
around food and the social aspects of food?  
5.2 Have you observed any strategies that the patient and / or carer undertook to manage this? 
5.3 Did you give any specific advice to the patient and / or carer as to how they might deal with 
this?  
5.4 If yes to 5.3 was the advice acted on? Do you think the patient/carer found it helpful? 
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6. Section Six – Current and future concerns  
6.1. How is the patient / carer managing their diet at the moment?  
6.2 Do you (and do you feel other HCPs around you) have any current or future concerns about 
their diet (from the patient’s perspective/from the carer’s perspective)? 
6.3 How do you feel the patient / carer is coping with any dietary challenges at the moment? 
6.4 How do you feel the person you care for and others are coping in genera 
Finally, do you have anything you would like to add that would help us to understand your 
experience so far in relation to dealing and caring for someone with a palliative condition such 
as cancer and the role of diet? What type of support have you found helpful, what may be 
missing and what do you believe others might find helpful. 
 

















Rationale for questions for semi-structured interviews: 
Diet in general health to gain insights into the value placed on 
diet, how dietary habits might have 
formed or been influenced e.g. by other 
conditions, by partnerships, by family 
members 
Diet-related issues encountered  
 
The clinical literature highlights 
numerous problems associated with 
cancer treatment and the 
consequences of cancer 
Clinical experience has highlighted the 
difficulties encountered by patients in 
the palliative care phase with needs 
being unmet in the acute sector,  
 
Impact on daily life and relationships 
 
Food is central to many social occasions 
and the routines of our daily life. 
This was considered an important part 
of the interview as it had the potential 
to unveil how difficulties in eating or 
ability arose and explored how 
participants dealt with them. This was 
explored on a physical basis as well as 
the impact on others and relationships 
within a family setting. 
 
 
Diet and nutrition could also affect 
interactions with others, role reversal 
when patients might be in a position 
where they can no longer cook and 
prepare meals which in turn influence 
choice and meal types 
Support from healthcare professionals This question was included to seek the 
patient and carer views regarding the 
provision of healthcare professional  
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support in various settings where 
patient and carers were cared for.  
Questions were phrased to capture the 
patient / carer experiences both in the 
acute and community settings 
Feelings The patients and carers feelings 
towards diet and nutrition were 
considered to be of particular 
importance as feelings can impact on 






Patients, carers and healthcare 
professionals were asked if they could 
think of any means, or any specific 
support, that could be provided to have 
a positive impact on patients carers and 
the experience of health care 
professionals in the future. 
Invitation to provide other comments 
on the participant’s experience 
 
Although it was hoped that the 
questions within the semi-structured 
interview would cover the key issues 
and concerns that all participants were 
comfortable to discuss, participants 
were asked if there were any additional 
comments, they wished to add to 
enhance my insight into the information 
provided and experience of those 
involved to enhance my insights into 
the experience and perceptions of 








Ethics approval documentation  
  
South West - Central Bristol Research Ethics Committee  
Whitefriars  
Level 3, Block B   
Lewin's Mead  
Bristol  BS1 2NT  
Email: nrescommittee.southwest-bristol@nhs.net  
  
26 October 2015  
  
Mrs Anne Holdoway  
Specialist Dietitian  
Dorothy House Hospice  
Winsley  
Bradford on Avon  
BA15 2LE  
  
  
Dear Mrs Holdoway  
  
 
Study title:  The Role of Diet in Palliative Cancer Care - Perceptions 
of Patients, Carers and Healthcare Professionals 
(HCPs)   
REC reference:  15/SW/0276  
Protocol number:  N/A  
IRAS project ID:  182190  
  
Thank you for your letter of 21st October 2015 , responding to the Committee’s 
request for further information on the above research and submitting revised 
documentation.  
The further information has been considered on behalf of the Committee by the 
Chair.    
We plan to publish your research summary wording for the above study on 
the HRA website, together with your contact details. Publication will be no 
earlier than three months from the date of this opinion letter.  Should you 
wish to provide a substitute contact point, require further information, or 
wish to make a request to postpone publication, please contact the REC 
Manager Naazneen Nathoo at nrescommittee.southwest-bristol@nhs.net.  
Confirmation of ethical opinion  
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On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for 
the above research on the basis described in the application form, protocol and 
supporting documentation as revised, subject to the conditions specified below.  
Conditions of the favourable opinion  
  
The favourable opinion is subject to the following conditions being met prior to the 
start of the study.  
Management permission or approval must be obtained from each host 
organisation prior to the start of the study at the site concerned.  
  
Management permission ("R&D approval") should be sought from all NHS 
organisations involved in the study in accordance with NHS research 
governance arrangements.  
  
Guidance on applying for NHS permission for research is available in the Integrated 
Research Application System or at http://www.rdforum.nhs.uk.    
Where a NHS organisation’s role in the study is limited to identifying and 
referring potential participants to research sites ("participant identification 
centre"), guidance should be sought from the R&D office on the information it 
requires to give permission for this activity.  
  
For non-NHS sites, site management permission should be obtained in 
accordance with the procedures of the relevant host organisation.   
  
Sponsors are not required to notify the Committee of approvals from host 
organisations  
  
Registration of Clinical Trials  
  
All clinical trials (defined as the first four categories on the IRAS filter page) must be 
registered on a publically accessible database within 6 weeks of recruitment of the 
first participant (for medical device studies, within the timeline determined by the 
current registration and publication trees).    
There is no requirement to separately notify the REC, but you should do so at the 
earliest opportunity e.g. when submitting an amendment.  We will audit the 
registration details as part of the annual progress reporting process.  
  
To ensure transparency in research, we strongly recommend that all research is 
registered but for non-clinical trials this is not currently mandatory.  
If a sponsor wishes to contest the need for registration, they should contact 
Catherine Blewett (catherineblewett@nhs.net), the HRA does not, however, expect 
exceptions to be made. Guidance on where to register is provided within IRAS.   
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It is the responsibility of the sponsor to ensure that all the conditions are 
complied with before the start of the study or its initiation at a particular site 
(as applicable).  
Ethical review of research sites  
NHS sites  
The favourable opinion applies to all NHS sites taking part in the study, subject to 
management permission being obtained from the NHS/HSC R&D office prior to the 
start of the study (see "Conditions of the favourable opinion" below).  
 Approved documents  
  
The final list of documents reviewed and approved by the Committee is as follows:  
Document    Version    Date    
Covering letter on headed paper  
[AH_ResponsetoSouthWest-CentralBristolREC_20thOct2015]   
v1   21 October 2015   
Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) 
[Dorothy_House_Hospice_-EL_PL_Certs_(1)]   
1   25 September 
2015  
GP/consultant information sheets or letters [GP_letter_15thSept2015_v2]   v2   15 September 
2015  
Interview schedules or topic guides for participants 
[Interview_Schedule_Patient_v2]   
v2   15 September 
2015  
Interview schedules or topic guides for participants 
[Interview_Schedule_Carer_version2]   
v2   15 September 
2015  
Interview schedules or topic guides for participants 
[Interview_Schedule_HCP_version2]   
v2   15 September 
2015  
IRAS Checklist XML [Checklist_20082015]      20 August 2015   
IRAS Checklist XML [Checklist_20082015]      20 August 2015   
IRAS Checklist XML [Checklist_16092015]      16 September 
2015  
IRAS Checklist XML [Checklist_25092015]      25 September 
2015  
IRAS Checklist XML [Checklist_21102015]      21 October 2015   
Letter from sponsor [Sponsor's declaration14thAugust2015]   Final 
version  
14 August 2015   
Other [Letter from 1st REC]      02 September 
2015 
Participant consent form [Patient_ConsentForm_v3]   v3   21 October 2015   
Participant consent form [Carer_ConsentForm_v1]   v1   21 October 2015   
Participant consent form [HCP_ConsentForm_v1]   v1   21 October 2015   
Participant information sheet (PIS)  
[Participant_Information_Sheet_Carer_v3]   
v3   21 October 2015   
Participant information sheet (PIS)  
[Participant_Information_Sheet_patient_v3]   
v3   21 October 2015   
Participant information sheet (PIS)  
[Participant_Information_sheet_HCP_v3]   
v3   21 October 2015   
REC Application Form [REC_Form_20082015]      20 August 2015   
Research protocol or project proposal [Researchprotocol_v3]   v3   21 October 2015   
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Summary CV for Chief Investigator (CI) [CV Ethics July2015]   Final 
version  
30 July 2015   
  
Statement of compliance   
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.  
After ethical review  
Reporting requirements  
  
The attached document “After ethical review – guidance for researchers” gives 
detailed guidance on reporting requirements for studies with a favourable opinion. 
The HRA website also provides guidance on these topics, which is updated in the 
light of changes in reporting requirements or procedures.  
User Feedback  
The Health Research Authority is continually striving to provide a high-quality 
service to all applicants and sponsors. You are invited to give your view of the 
service you have received and the application procedure. If you wish to make your 
views known please use the feedback form available on the HRA website:  
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/     
HRA Training  
We are pleased to welcome researchers and R&D staff at our training days – see 
details at http://www.hra.nhs.uk/hra-training/    
  
15/SW/0276                          Please quote this number on all correspondence  
  
With the Committee’s best wishes for the success of this project.  
  
Yours sincerely  
  
Pp Pam Cairns Chair  
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      researchers” [SL-AR2]  
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Letter to inform GP of patient participation  
Dear Dr  
 
Re:   xxxxxxxxxxxx   Dob: xxxxxxxxx      
         xxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxx 
Research Study - The role of diet in palliative cancer care – perceptions of 
patients, carers and healthcare professionals. 
I am writing to inform you that the patient detailed above and a nominated carer 
xxxx and two healthcare professionals involved in their care, have consented to 
take part in a qualitative study to explore the role of diet in palliative cancer care 
from the patient’s, carer’s and healthcare professionals perspective. I have 
included information in this letter that outlines the rationale of the study and what 
is expected of participants.  
Study Rationale and Background 
Amongst patients with a palliative condition related to cancer, there are sound 
clinical rationale for attempting to improve nutritional intake, maintain weight and 
alleviate some of the metabolic and physical effects of the disease process and 
treatments. Symptoms in palliative care can impact on dietary intake; equally diet 
can be modified to alleviate symptoms including nausea, anorexia, early satiety, 
and bowel obstruction. Diet can also influence immune function and skin integrity. 
The management of unintentional weight loss and nutritional problems often 
centres on increasing dietary intake with the use of energy and nutrient rich foods. 
Advice is based on a logical approach and when feasible involves a skilled 
Dietitian to provide individualised counselling. Despite recommendations to offer 
advice and enhance dietary intake there is currently a lack of information on how 
patients and carers perceive or act upon the advice given. This study aims to gain 
insights into the experiences of patients, their carers and healthcare professionals, 
to help understand their views regarding the perceived role of diet and 
acceptability of advice given in a palliative condition related to cancer. 
Study design: 
Using a multiple case study approach, this study aims to explore through semi-
structured interviews, the experience of patients and carers/family members and 
healthcare professionals, in managing diet related issues in palliative care 
including: 
i. how patients, carers and healthcare professionals currently perceive the 
role of diet in palliative conditions 
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ii. how dietary issues and symptoms have been identified 
iii. what advice was given, by whom and when  
iv. what advice was adopted, was acceptable/practical, what worked, what 
didn't work and what facilitated / prevented uptake of advice and ideas.  
 
A maximum of 8 patients, 8 matched family members/carers and 2 healthcare 
professionals for each patient who has been involved in the patient's care will be 
interviewed. Interviews will be recorded transcribed and analysed thematically. 
How will the results be used and be of benefit:  
Whilst ‘nutrition’ may influence immune function, skin integrity, bowel habit, 
physical symptoms, including nausea, anorexia, early satiety, bowel obstruction, 
food and eating experiences are deeply entwined with culture and the ability to eat 
has psychosocial ramifications. The Chief Investigator is an experienced dietitian 
currently working at Dorothy House Hospice as part of the specialist palliative care 
team and supports patients, carers and healthcare staff. It is evident from the 
literature, clinical network and clinical experience, that exploratory work is required 
in the UK to understand whether current approaches are acceptable to the patient 
and carer and the professionals involved to ensure that advice given is helpful 
rather than adding to the burden of disease. 
The findings from the case studies will help expand our understanding of the 
identification of everyday challenges in managing dietary issues in life-limiting 
conditions, including but not restricted to identifying coping strategies, barriers to 
adoption of advice, success and impact of dietary interventions. Subsequently it is 
hoped this will assist Dietitians and healthcare professionals (at a National level) 
to develop educational materials, resources and deliver care that are tailored to 
the patients and carers' needs to optimise nutritional status, manage symptoms, 
functional status and enhance quality of life (QoL) in those with life-limiting 
conditions such as cancer undergoing palliative care. 
The findings may also facilitate and enhance service development to meet the 
needs of palliative care patients and carers from which the participants may 
benefit. 
I have enclosed a copy of the patient information sheet for your information, which 
gives more details of what is required of your patient. 
If you have any questions or concerns relating to your patient or their nominated 
carer who have consented to taking part in this study, please do not hesitate to 
contact me on the number below.  
With kind regards, 
Anne Holdoway BSc RD MBDA 
Chief Investigator Telephone xxxxxxxxxxxx 
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APPENDIX 6  
PARTICIPANT INFORMATION SHEETS  
A study to investigate the role of diet in palliative care as 
perceived by patients, family members /carers and healthcare 
professionals 
 
Information sheet for patients 
 
 
What is the study about? 
 
Many people who have an incurable condition, such as cancer, experience 
symptoms and problems that can affect choice of food, appetite and ability to eat 
and drink. The pleasure around eating is often affected by both the treatments to 
manage the condition and the cancer itself. This study aims to find out first-hand, 
from individuals with incurable cancer, and a close family member or carer and 
healthcare professionals, views on the perceived role of diet.  
 
What will you be asked to do? 
 
We will ask you to have an interview with the investigator to gain an 
understanding of your experience of managing diet-related problems. We would 
first ask about your view on the role of diet in health and your diet before your 
illness. We will then ask you to describe any diet related problems you have had, 
outline any advice you were given, by whom and when, what was helpful, what 
was not and what is important. The overall aim of the study is to see if there are 
ways in which information and services for people should be changed and 
improved, thereby helping others to benefit in the future. 
 
Who is involved in this project? 
 
Anne who is leading the study is a healthcare professional at Dorothy House 
Hospice. Anne is undertaking the study as part of her doctorate studies at the 
University of Bath. As a patient under the care of Dorothy House Hospice, 
Anne’s colleagues have suggested that you might wish to participate. This 
information sheet is intended to provide more detail on your involvement and 
what is required to help you decide if you would like to take part and help in this 
study. 
 
What is involved if I do take part? 
 
You will be asked to take part in a one to one, face-to-face interview. The 
interview is likely to last up to an hour; you may be asked if you are happy to be 
contacted a second time to discuss the meaning of some of what you said in 
your interview. The second interview if needed is expected to be shorter and 
could take place face to face of over the phone the format will depend on how 
much needs to be discussed and what you are comfortable with.  
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The interview will have some structure. During the interview a series of prompts 
may be used to guide the discussion.  The prompts act as a guide only and what 
is discussed will very much depend on what you wish to share. The more open 
you can be the more we can understand your experience. 
 
We will try to make you feel comfortable throughout the interview so that you can 
talk openly about your experience. We will listen carefully to your answers. We 
will also record the interview to have an accurate record of your comments and 
experience. After the interview we will type up all you have said to then spend 
more time at a later date understanding what issues you have highlighted and 
compare your experience with the experience of others. None of the information 
will be attributable to you, that is it is anonymised. We may ask if we can revisit 
after interviewing other participants to clarify or go over some of your comments. 
 
The role of others in the study. 
 
We will also ask if you are happy to put forward the name of someone who is a 
close family member or friend who is involved in your care to share their 
experiences as a carer.  
 
In addition you will also be asked to name two healthcare professionals (Nurses, 
Physiotherapist, Doctor, etc) who are involved in your care so that we can 
explore their experiences too to shape an overall picture how both you and those 
around you view the role of diet in palliative care. 
 
Do I have to take part? 
 
Taking part in the project is entirely optional. If you choose not to be part of the 
study your on-going care and support will not be affected. 
Are there any potential drawbacks for you? 
 
It is recognised that talking about food and diet may be an emotive topic, 
potentially stirring up certain feelings particularly if you have faced some real 
difficulties in eating and experienced for example unintentional weight loss, loss 
of enjoyment in eating.  
 
Should you find it too distressing you can stop the interview or withdraw from the 
interview at any time. Equally talking about your experience can also be helpful, 
even if you are distressed. Although Anne will be visiting you as a researcher, if 
necessary, she will use her professional experience as a Dorothy House 
specialist to support you and, with your permission, she will let your nurse 
specialist know of any particular concerns that you express. 
 
If you decide to participate in this study, we want you to feel that no additional 
demands are placed upon you. It is important that you do not feel under any 
pressure to take part and that you only participate if you feel you want to. If you 
have agreed to take part and then feel that being interviewed is too much for you 
to take on, you can withdraw and cancel the appointment at any time. Or you 
may wish to change the appointment. You can contact Anne at Dorothy House 
on Telephone number xxxxxxxxxxxx or email Anne at email xxxxxxxxxx. 
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What happens to the information? 
 
All information you give remains entirely confidential. The voice recordings are 
‘transcribed’ (typed up) into written words. All the comments are analysed 
together to create a picture of your experiences, and other patients like you. All 
the tapes and documents are kept in a locked cupboard and only the team 
analysing the data can see the information. At the end of the project all original 
material will be destroyed. When the research report is written your name will be 
replaced with a pseudonym and it will not include information that could identify 
you.  
 
Disclosing information to others 
 
There are rare circumstances, in which a researcher has a duty to disclose 
information gained during the research with the healthcare team. Should a 
situation like this arise, we would inform you and would seek professional advice, 
before disclosing any relevant information. 
 
What if I want more information? 
 
Please feel free to contact Anne for more information.  
 
Anne can be contacted on Mobile ________________________ 
or email: xxxxxxxxxxxxxxxx 
 
If Anne is unavailable on the phone, please leave a message as Anne will phone 
you back at the earliest opportunity. 
 
What if I wish to make a complaint? 
 
If you have any concerns or problems, please raise them initially with Anne if you 
feel able to. If you would prefer to speak to someone else please contact Helen 
de Renzie-Brett, Head of Education and Research or Ruth Gretton, Acting 
Director of Out Patients Services at Dorothy House Hospice, Winsley, Bradford 
on Avon, BA15 2LE. Tel: xxxxx xxxxxx 
 
A study to investigate the role of diet in palliative care as perceived by patients, 
family members /carers and healthcare professionals 
 
Information sheet for family member / carer 
 
 
What is the study about? 
 
Many people who have an incurable condition, such as cancer, who are described as 
being in a palliative phase of care, experience symptoms and problems that can affect 
choice of food, appetite, ability to eat and drink. The pleasure associated with eating 
may also be affected by the treatments to manage the condition and the cancer. Whilst 
issues relating to diet have an impact on the person with the condition, they also may 
affect those around them. This study aims to find out first-hand, from individuals with 
incurable cancer and their carers, family members and healthcare professionals what 
diet-related issues have arisen and the perceived role of diet. As a family member/friend 
/carer (delete as applicable), we are looking to seek your views in being close to 
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someone with a palliative condition. The study hopes to capture your experience of 
dealing with diet-related problems that have arisen, how you dealt with issues, what 
advice you were given by whom and when, what advice was helpful, what was not, what 
you feel is important to you and why. The overall aim is to see if needs are being met 
and whether there are ways in which information and services for people should be 
changed and improved, thereby helping others to benefit in the future. 
 
Who is involved in this project? 
 
Anne who is leading the study is a healthcare professional at Dorothy House Hospice. 
Anne is undertaking the study as part of her doctorate studies at the University of Bath.  
Xxxxxxxxx is currently a patient under the care of Dorothy House Hospice. xxxxxxxxxx 
who is taking part in the study has suggested you might agree to participate to share 
your experience as a family member / friend / carer. This information sheet is intended 
to provide more detail on your involvement and what is required to help you decide if 
you would like to take part and help in this study. 
 
What is involved if I do take part? 
 
You will be asked to take part in a one to one, face-to-face interview with Anne on 2 
separate occasions. The first interview is likely to last up to an hour; the second 
interview if needed is expected to be shorter.  This interview is scheduled to take place 
after we have interviewed    xxxxxx. There will be some structure to the interview to 
guide the discussion but this is only a guide and what is discussed will very much 
depend on what you wish to share as an individual based on your experience in helping 
someone with an incurable disease manage dietary issues and your views on the role of 
diet. The more open you can be the more we can understand your experience. 
 
Anne will try to make you feel comfortable throughout the interview so that you can talk 
openly about your experience. Anne will listen carefully to your answers but will also 
record the interview, in order to make an accurate record of your comments and 
experience. After the interview Anne will type up all you have said to then spend more 
time at a later date understanding what issues you have highlighted and compare your 
experience with the experience of others. None of the information will be attributable to 
you, that is, it is anonymised.  
 
Anne may ask if she can revisit after interviewing other participants to clarify or go over 
some of your comments. 
Do I have to take part? 
 
The patient xxxxxx thought you would be happy to participate, however taking part in the 
study is entirely optional. If you choose not to be part of the study, on-going support will 
not be affected. 
Are there any potential drawbacks for you? 
 
It is recognised that talking about food and diet may be an emotive topic and stir up 
certain feelings particularly if the person you care for has faced some real difficulties in 
eating and experienced for example unintentional weight loss, loss of enjoyment in 
eating.  
 
Should you find it too distressing you can stop the interview or withdraw from the 
interview at any time. Equally talking about your experience can also be helpful, even if 
you are distressed. Although Anne will be visiting you as a researcher, if necessary she 
will use her professional experience as a Dorothy House specialist to support you and, 
with your permission, she will let the nurse specialist know of any particular concerns 
that you express. 
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In participating in this study Anne does not wish to add to the demands on you. It is 
important that you do not feel under any pressure to take part and that you only 
participate if you feel you want to. If you feel that being interviewed is too much for you 
to take on, you can withdraw and cancel the appointment at any time. Or you may wish 
to change the appointment. You can contact Anne at Dorothy House on Telephone 
xxxxx xxxxxx or email Anne at xxxxxxxx  
 
What happens to the information? 
 
All information you give remains entirely confidential. The voice recordings are 
‘transcribed’ (typed up) into written words. All the comments are analysed together to 
create a picture of your experiences, and others like you. All the tapes and documents 
are kept in a locked cupboard and only the team analysing the data can see the 
information. At the end of the project all original material will be destroyed. When the 
research report is written your name will be replaced with a pseudonym and it will not 
include information that could identify you. There are rare circumstances, in which a 
researcher has a duty to disclose information gained during the research with the 
healthcare team. Should a situation like this arise, Anne would inform you and would 
seek professional advice, before disclosing any relevant information. 
 
What if I want more information? 
 
Please feel free to contact Anne for more information.  
 
Anne can be contacted on Mobile ________________________ 
Or email xxxxxxxxx 
 
If Anne is unavailable please leave a message and Anne will then phone you back at the 
earliest opportunity. 
 
What if I want to complain? 
 
If you have any concerns or problems, please raise them initially with Anne if you feel 
able to. If you would prefer to speak to someone else please contact Helen de Renzie-
Brett, Head of Education and Research or Ruth Gretton, Acting Director of Out Patient 
Services at Dorothy House Hospice, Winsley, Bradford on Avon, BA15 2LE. Tel: xxxxx  
 
 
A study to investigate the role of diet in palliative care as perceived by patients, 
family members /carers and healthcare professionals 
 
Information sheet for healthcare professional 
 
 
What is the study about? 
 
Many people who have an incurable condition, such as cancer, who are described as 
being in a palliative phase of care, experience symptoms and problems that can affect 
choice of food, appetite, ability to eat and drink. The pleasure around eating is often 
affected by both the treatments to manage the condition and the cancer itself. This study 
aims to find out first-hand, from individuals with incurable cancer and their careers, 
family members and healthcare professionals the perceived role of diet in palliative care. 
Interviews with healthcare professionals will explore what diet related problems arose 
amongst the person whose care you have been involved with, how you identified 
problems, how you believe diet may influence symptoms, whether you feel dietary 
problems or issues were treatable or reversible, what advice you gave, other advice that 
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you know was given when and by whom, what you feel was helpful to the patient / carer, 
what was not. The overall aim is to see if there are ways in which information and 
services for people with palliative conditions and their carers and healthcare teams 
could be changed and improved, thereby helping others to benefit in the future. 
 
Who is involved in this project? 
 
Anne who is leading the study is a healthcare professional at Dorothy House Hospice. 
Anne is undertaking the study as part of her doctorate studies at the University of Bath.  
XXXXXXXX is currently a patient under the care of Dorothy House Hospice. XXXXXXXX 
who is taking part in the study has recommended you as a healthcare professional who 
is involved in their care to participate. 
This information sheet is intended to provide more detail on your involvement and what 
is required to help you decide if you are happy to take part in this study. 
 
What is involved if I do take part? 
 
You will be asked to take part in a one to one, face-to-face interview with Anne on 2 
separate occasions. The first interview is likely to last up to an hour, the second 
interview will be shorter (and may not be required).  The interview is scheduled to take 
place after we have interviewed the patient  xxxxxx. There will be some structure to the 
interview to guide the discussion but this is only a guide and what is discussed will very 
much depend on what you wish to share as an individual based on your experience in 
helping someone with an incurable disease manage dietary issues. The more open you 
can be the more we can understand your experience. The interview is not being used to 
‘test’ your knowledge or assess your level of skill. 
 
Anne will aim to make you feel comfortable throughout the interview so that you can talk 
openly about your experience and will listen carefully to your answers. 
 
Anne will record the interview in order to make an accurate record of your comments 
and experience. After the interview Anne will type up all you have said to then spend 
more time understanding what issues you have highlighted and compare your 
experience with the experience of others. None of the information will be attributable to 
you, that is, it is anonymised.  
 
Anne may ask if she can revisit after interviewing other participants (patients, carers, 




Do I have to take part? 
 
The patient xxxxxx and carer xxxxxx have volunteered to participate and thought you 
would be happy to participate; however taking part in the study is entirely optional.  
Are there any potential drawbacks for you? 
 
Should you find the interview distressing in any way you can stop the interview or 
withdraw from the interview at any time. Although Anne will be interviewing you as a 
researcher, she will, if necessary, use her professional experience as a Dorothy House 
specialist. 
 
In participating in this study Anne does not wish to add to the demands on you. It is 
important you do not feel under any pressure to take part and that you only participate if 
you feel you want to. You can withdraw and cancel the appointment at any time. Or you 
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may wish to change the appointment, if this is the case please contact Anne at Dorothy 
House on Telephone xxxxxx or email Anne at xxxxxxxxx 
 
 
What happens to the information? 
 
All information you give remains entirely confidential. The voice recordings are 
‘transcribed’ (typed up) into written words. All the comments are analysed together to 
create a picture of your experience, and others in a similar role. All the tapes and 
documents are kept in a locked cupboard and only the team analysing the data can see 
the information. At the end of the project all original material will be destroyed. When the 
research report is written your name will be replaced with a pseudonym and it will not 
include information that could identify you. There are rare circumstances, in which a 
researcher has a duty to disclose information gained. Should a situation like this arise, 
Anne would inform you and would seek professional advice, before disclosing any 
relevant information. 
 
What if I want more information? 
 
Please feel free to contact Anne for more information.  
 
Anne can be contacted on Mobile ________________________ 
Or email: xxxxxxxx 
 
 
If Anne is unavailable please leave a message, as Anne will then phone you back at the 
earliest opportunity. 
 
What if I want to complain? 
 
If you have any concerns or problems please raise them initially with Anne if you feel 
able to. If you would prefer to speak to someone else please contact Helen de Renzie-
Brett, Head of Education and Research or xxxxxxx, Acting Director of Out Patient 












APPENDIX 7  
Consent Form                   
 
A study investigating the role of diet in palliative care as perceived by patients, 
family/carers and healthcare professionals. 
 
Lead researcher: Anne Holdoway  
 
Please initial each box to confirm consent: 
 
I confirm that I have read the participant information sheet dated..........(version...) 
for the above study. I have had the opportunity to consider the information, ask 
questions and have had these answered satisfactorily.  
 
I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason and without my care or 
that of the person I care for or my legal rights being affected. 
 
I agree to take part in an interview in relation to this study. 
 
 
I understand that the information collected will be used to support other research  
the future and may be shared anonymously with other researchers  
 
I agree to my General Practitioner (GP) being informed of my participation in this study 
 
The study has been approved by the University of Bath Research Committee and  NHS 




____________________________ _________ _____________________ 




____________________________ _________ _______________________ 
Name of interviewer                            Date          Signature 
 
 
1 copy for participant 
 
1 copy for interviewer 
 












Coded transcripts and codes created 
Example of coded transcript and codes created in first stage familiarisation  
 
 
CODES (LABELS) AND CATEGORIES  
CATEGORIES: 
• Dietary issues when living with non-curative cancer - Impact of cancer and 
treatments to social life, food choice, interactions, job, status, identity, weight, 
function 
• How dietary issues were identified or not – questioning, probing, where, when. 
• Dietary advice offered – acceptability, usefulness, understanding, self-
determined,  
• Knowledge – standardised, individualised, experience (novice vs expert, junior vs 
senior), incidental, accidental (serendipity), experimenting, logic, influence of 
others, previous life experiences 
• Success in dealing with issues – nutrition as a priority, realism, previous 
experiences, openness to see patients and carers as source of information and 
heeding their lived experience, seeing nutrition as a modifiable factor in 
managing symptoms/function /QoL, adaptation, acceptance of a ‘new norm’ 
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Initial coding in first round of familiarisation  
Background  Participant  
Social situation 
Medical history  
Diagnosis  
Treatment -journey  
Diet before cancer Attitudes towards diet & health  
Healthy eating 
Weight management 
Psychosocial elements  
Determinants/influence 
Role of food and meals 
Diet when living with non-curative 
cancer - Impact of cancer and 
treatments to social life, food choice, 
interactions, job 
Challenges 
Changes e.g. taste 
Dependency on artificial nutrition support  
Need for dietary modification 
Treatment effects e.g. side effects of 
treatment producing symptoms 
interfering with ability to eat and drink 
Appetite, satiety, hunger 
Symptoms impacting on food choice/diet 
and QoL 
Nutrient intake and function - functional 
loss, weight, activities of daily living. 
Identity  
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Symptoms affecting or affected by diet. 
Losses 
Persistence and drivers to eat   
Social life, family life, routines 
Dietary advice offered  Practical, useful, able to act / implement, 
timeliness, not available, conflicting, 
unhelpful 
Knowledge and understanding and 
expectations 
Professional knowledge / acquired 
knowledge to advise on diet, symptoms 
and how the two may be connected 
Patient / carer knowledge – previous 
experiences, structured or by accident 
‘serendipidty’ 
Knowledge to empower the patient and 
carer to cope, become self-managing, 
adjust anticipating projection or likely 
symptoms and progression of disease. 
Conflicting and contradictory advice 
Hearing the patient / carer voice and 
heeding their lived experience and 
adjusting  
Coping with a progressive condition Acceptance of a ‘new norm’ by the 
patient and by the family and the need to 
change with time 
Experience of the HCP in anticipating 
issues and anticipating change and 
supporting the patients and carers 
Adaptation Dealing with loss e.g. eating out 
Adjusting to what was possible – finding 
new ways, family interactions, meals, 
shopping, texture, tube feeding. 
Barriers Patient / carer and HCP knowledge 
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Resources 
Time in consultations. Loss of time by not 
knowing or not being sorted. 
Conflicting advice and not ‘fitting the 
norm’. 
Not heeding the patient voice/experience 
Facilitators Experience in clinical practice accrued 
from patients (Seeing it before / drawing 
from other cases, purposively using 
experience).  
Probing – beneath the surface – not the 
obvious. 
The patient’s /carer’s own experience and 
joint desire to seeking solutions  
Viewing the role of nutrition and diet as 
important (survivorship, function, 
outcomes, well-being) 
Being able to access an ‘expert’, 
willingness to learn and seek advice from 
expert. 
Being proactive 
Remaining upbeat, focussing on what was 










APPENDIX 10  
Hospice Nutrition Assessment Tool  












APPENDIX 11  
Hospice training course on nutrition  ‘A Holistic Approach to Nutrition in 
Palliative and End of Life Care’ 
Outline / facilitator notes  
Learning outcomes  
• Cite the issues and dietary challenges that patients and their families and carers face in 
end of life care 
• Identify what is treatable and reversible and what is not and when to use the resources 
available 
• Use a process by which the issues are identified and be able to compare and contrast 
the pros and cons of malnutrition screening vs. nutrition assessment 
• Provide a patient-centred approach to dealing sensitively with dietary issues, 
considering the needs of both patients / carers and family members 
• Appreciate the nutritional, clinical and ethical issues across the trajectory of palliative 
care and towards end of life care 
 
Facilitators: xxxxxxxx (Specialist Dietitian) & xxxxxx (Palliative Nurse Specialist)  
Activity Resources Facilitator 
Registration and refreshments   
Welcome and Introductions 
• Ground rules  
• Housekeeping and Health Warning 





Nutrition and End of Life Care 
Introductions for afternoon session 
Overview and expectations  
Participant’s experience of nutritional issues in end of life 
care. 
In groups (x mins): 
• What is your experience of caring for people with 
dietary issues in end of life care? 
• What kind of diet related issues have you 
experienced which are challenging at the end of life? 
Feedback: Draw out; the issues they have witnessed, how 
they identify the issues, tensions between patients and 
family members, expectations, physical issues such as 
swallowing, appetite and portions, dietary habits and the 
Flipchart  
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challenge of change and acceptance. How have they dealt 
with them? Support from other healthcare professional 
including accessing dietetic services? 
Nutritional problems in palliative and end of life care 
• Underlying causes 
• Patient and carer perspectives 






Issues in nutrition 
What is treatable/fixable and what’s not and the 






Tea/Coffee   
Assessment – PLANC, identifying issues 
• Screening vs. assessment – what’s the difference?  
• Nurse led study (FONs) and the development of 
tools and resources to assess and provide a holistic 
approach to nutrition in palliative and end of life 
care 
 
Copies of the 
tools 
 
Ethics and nutrition 
• When diet becomes a burden not a benefit. 
• Is it acceptable to not offer nutrition? 





PPT slides and 
discussion 
 
Care Planning – application of knowledge to practice 
Case studies - group work (15 mins): each group (6 – 8) 
Discuss a case study, identify the issues and discuss how you 
might deal with them. 
Feedback to all participants (20 mins). 
 





















Outputs associated with the thesis  
List of resources created as a result of the research ‘Perceptions of diet in palliative 
cancer as perceived by patients, carers and healthcare professionals 
• Dietetic resource folder – includes 30 advice sheets and tips for managing diet-
related issues in palliative and end of life care. For use by the palliative care MDT 
• Having an enteral feeding tube – further questions to ask  
https://www.peng.org.uk/pdfs/hcp-resources/having-an-enteral-feeding-
tube-faqs.pdf 
• Enteral tube feeding – Your questions answered 
https://www.peng.org.uk/pdfs/hcp-resources/enteral-tube-feeding-your-
questions-answered.pdf 
• Integration of carer questions and development and validation of a patient 
centred nutrition assessment tool 
http://www.ehospice.com/ArticleView/tabid/10697/ArticleId/21504/View.aspx 
• A guide to bolus tube feeding for healthcare professionals: 
https://www.nutriciahcp.com/uploadedFiles/Main/Sub_sites/ONS_Site/ons/Stu
dies/BolusFeedingInAdultsAPracticalGuide.pdf 
• Holdoway A, Smith, Harp K on behalf of the Royal College of Physicians  (2020) 
‘Feeding Difficulties and Dilemmas towards the End of Life’ Chapter 2 (in press) 
• Co-author of paper submitted to the All Party Parliamentary Group in 
Westminster on Nutrition in End of Life care  
• Conference presentations on the role of nutrition in palliative care  
• Creation of a nurse and dietetic led training programme ‘A holistic approach to 
nutrition in palliative and end of life care’. See appendix Xx for course outline 
and content  
• Healthwatch survey to evaluate change in knowledge following attendance at 
training programme ‘A holistic approach to nutrition in palliative and end of life 
care’ . See evaluation report appendix XXXXX 
• Presentations at educational forums to help shape future care and guidance on 
diet and nutrtion in palliative care – Southwest Oncology Dietitians, Hospice 
Annual Conference 2016 
• 2 x poster presentations at Hospice UK Annual meeting 2016, abstracts 
published in BMJ:  
P-113 Holdoway, A, King K, Gretton R  Service innovation to meet the increasing 
demand for dietetics in palliative care 
P-114 Souter J, Jill Souter, Czerwinska A, Cooley S, Holdoway A. A holistic 






Abstract accepted for poster presentation at BAPEN annual conference 2018  
Title: A holistic approach to nutrition and diet in palliative care. By: A Holdoway, J Souter, 
A Czerwinska and S Cooley, Dorothy House Hospice, Winsley, England BA15 2LE   
Background: In response to the Care Quality Commission1 and NHS contract requirements, a 
validated screening tool; the Malnutrition Universal Screening Tool ‘MUST’2 was introduced into 
our hospice setting in 2012. Subsequent research amongst nursing staff3 confirmed lack of 
suitability of ‘MUST’ in identifying and guiding decisions for appropriate nutritional care in our 
patient population. A project team was established to investigate how we might assess, plan and 
deliver appropriate nutritional care, taking into account the changing and complex needs of patients 
and carers in the hospice setting. Funding was awarded from the Foundation of Nursing Studies to 
assist project costs.  
Aims:  To identify nutritional issues experienced and develop a nutrition assessment tool to 
sensitively determine and deliver nutritional care to meet the needs of patients and carers.  
Methods: A practice development approach4 was utilised, engaging all stakeholders. The approach 
included:  
• questionnaires to staff 
• discussion forums involving members of the multidisciplinary healthcare team, patients, 
carers, volunteers and catering. 
• qualitative interviews with patients/carers. 
Findings were used to initiate change and refine and validate a nutrition assessment tool.  
Results: Results from the questionnaires and forums identified issues affecting the delivery of 
optimal nutritional care. Solutions were identified and tested - patient and carer participation was 
a key component. A new nutrition assessment tool – the ‘Patient Led Assessment for Nutritional 
Care’ (PLANC) was developed based on the MacMillan Durham Cachexia tool. PLANC was then 
tested in practice, refined and validated, to ensure that it could identify nutritional issues and 
determine care taking into account the stage of disease. The tool and nutrition and hydration were 
integrated into the dashboard of the shared patient record for use by all members of the healthcare 
teams. New training courses, pathways and resources were created to address common nutritional 
problems with triggers for escalation management to a specialist dietitian when required. The 
philosophy of the organisation has changed to acknowledge that whilst all patients are not at risk 
of malnutrition, all are likely to have nutrition and dietary issues that require recognition and 
support. 
Conclusion: The practice development process for change fitted well with the ethos of the 
organisation and resulted in practice improvements to enhance nutritional care. The ‘PLANC‘ tool 
and algorithms5 for nutrition assessment and planning of nutritional care have since been integrated 
into all settings including out-patients, the in-patient unit and the community. 
 
1. Care Quality Commission [2010] Guidance about Compliance: Essential Standards of Safety and Quality. London: Care Quality 
Commission. http://www.cqc.org.uk/db/documents/Essential standards of quality and safety March 2010 FINAL.pdf.  
2. Elia, M. (Ed.) [2003] The 'MUST' Report. Nutritional Screening for Adults: A Multidisciplinary Responsibility. Development and 
use of the 'Malnutrition Universal Screening Tool' ('MUST') for adults. A report by the Malnutrition Advisory Group of the British 
Association for Parenteral and Enteral Nutrition. Redditch, Worcs: BAPEN. 
3. BAPEN Conference (2013) Nutrition Screening in Palliative Care – An evaluation of Nurses’ Attitudes to ‘MUST’. Czerwinska, 
A, Holdoway A, de Renzie-Brett H. 
4. McCormack, B., Manley, K. and Tinchen, A. (Eds.) [2013] Practice Development in Nursing and Healthcare. (2nd Edition). 
Oxford: Wiley-Blackwell. 
5. Czerwinska A, Souter, J and Cooley, S (2016) A holistic approach to nutrition in palliative care 
https://www.fons.org/library/report-details/70527 
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APPENDIX 13  




INITIAL MAPPING OF FRAMEWORK TO ASSESS AND MANAGE DIET-RELATED ISSUES IN 
PALLIATIVE CARE INCLUDING PHYSIOLOGICAL AND PSYCHOSOCIAL FACTORS, 
BARRIERS AND FACILITATORS  
PHYSIOLOGICAL  PSYCHOSOCIAL FACTORS  
Small appetite and early satiety Disruption to routines and social 
interactions 
Swallowing problems Loss of social integration 
Gastrointestinal issues - Mucositis, sore 
mouth, dry mouth, taste changes, 
obstruction, diarrhoea, constipation 
Anxiety and depression including that 
associated with life-limiting condition 
Weight loss – physical function Acceptance of new normal 
Cachexia (early, mid, late) Reframing the meaning of food – 
survivorship vs healthy eating 
Treatment effects secondary to 
radiotherapy or chemotherapy – 
immediate and latent 
Altered identity 
Access to diagnostic tests  
Fatigue  
Cooking skills and access to shops  




BARRIERS FACILITATORS  
Nutrition not seen as important or 
relevant e.g. focus on cure with 
treatments 
Concerns regarding inability to address 
the psychosocial aspects of eating and 
drinking – lack of knowledge or futility   
Sensing whether diet was important for 
the patient and carer to gauge the need 
to address issues or let them rest 
Drive to seek solutions to ‘make things 
better’ including diversional activities, 
sham eating, feeding methods, family 
support, alternative social events 
Valuing role of diet in creating social 
interactions  
Supporting a new meaning and 
relationship with food 
Not recording sequential weights, seeing 
one or two weights in isolation so not 
aware of trends over weeks and months 
Gaining insights into what weight the 
patient considers normal, unintentional 
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Not acknowledging patient’s ideal weight 
/ physicality 
weight changes, assessing weight over 
time 
Failing to put into context the impact of 
the cancer and its treatments on the 
ability to eat, drink, maintain nutritional 
status 
Explaining the physiology / mechanisms 
of cancer cachexia to facilitate 
acceptance of weight loss/poor appetite 
and agree realistic goals  
Lack of conversation or questioning on 
ability to eat, problems  
Conversations probing for diet-related 
issues and concerns  
Lack of time to question nutrition  Building conversations about appetite 
and eating into other tasks 
Ignoring patient requests for information. 
Failing to acknowledge or observe diet-
related or nutrition related problems 
Access to resources custom made for 
client population  
Scepticism as to whether nutrition made 
a difference, served a purpose, belief 
unable to effect weight  
Dietary modification viewed as unhealthy 
Linking nutrition to functional ability, 
strength, fatigue management  
Alleviating tensions around eating and 
food 
Balancing desires to achieve healthy diet 
with the need to get Calories in 
Promoting the supportive role of 
nutrition 
Putting ‘health messages’ into context 
e.g. explain they are population driven 
and unsuitable for those poor appetite  
Limited knowledge to deal with issues Access to nutrition champions, dietitians, 
training and education  
Providing resources, signposting, creating 
new resources where gaps identified 
Suggesting adaptations in food choice, 
preparation, frequency, eating patterns 
Encouraging peer to peer support and 
shared experience to facilitate coping - 
rebuilding confidence 
Weight viewed as taboo topic, HCP fear 
of not having answers solutions, not 
being possible to gai weight or eradicate 
symptom 
Sensing the loss and looking to fill or 
replace it 
Supporting a new meaning and 
relationship with food – afternoon tea as 
opposed to large meal 
Too tired to prepare, cook or shop Gaining help from family members – 
using food and meal preparation as a 
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means of leveraging help e.g. in the 
home, when needed 
Not being aware of range of symptoms  Questioning for nutrition impact 
symptoms using prompts. 
 
Persistence of symptoms Seeking help as to whether underlying 
cause could be tested for, relieved or 
addressed by the MDT 




Lack of concordance between HCP and 
patients and carers  
Agreement, reiteration and 
reinforcement of potential benefit of 
nutrition amongst the healthcare team, 
case study discussions to enhance 
knowledge  
Active listening to gain an understanding 
of patients and carers beliefs. Dealing 
empathically and with compassion  
 
 
